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Global overview 


The Francois-Xavier Bagnoud Center for Health and. Human Rights of the Harvard School of 
Public Health and Joint United Nation Programme on HIV/AIDS (UNAIDS) made up to now 
competing estimates of the magnitude and the epidemiological tendencies of the pandemic 
causing confusion and even doubts about the real figures. Both institutions together with the 
AIDS Control and Prevention Project of Family Health International co-organized a Satellite 
Symposium to review the current status and trends aiming at the elaboration of more accurate 
and consistent estimates. The results and conclusions were presented in a provisional report. 


According to this document a cumulative number of 27.9 million HIV infections, 25.5 million 
among adults and 2.4 million in children, have occurred world-wide since the beginning of the 
pandemic until mid-1996. The majority of the infections - 26 million (93%) - were registered in 
the developing world. 


In mid-July 1996 an estimated 21.8 million people, 21 million adults and 800,000 children, _ 
were living with HIV/AIDS. Of these, 20.4 million (94%) have their domicile in a developing 
country. The regional distribution is presented in the following table. | 


Estimated Number of Persons Living with HIV/AIDS - July 1996 


Remar Fest 
4.8 million 
7.3 


Sub-Saharan Africa ; 
South and South-East Asia 
“atin America and the Caribbean 
ast Asia and the Pacific 
North Africa and the Middle East 
Eastern Europe and Central Asia 


North America 780,000 


Australia and Pacific 48,000 


Western Europe 470,000 
Global Towa are ion [1008 
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" During 1995, 2.7 million HIV infections occurred among adults world-wide averaging 7,400 
new infections per day. Of these, 1.4 million infections were in sub-Saharan Africa and about 1 
million in South and Southeast Asia. The industrialized world accounted for about 55,000 new 


infections in 1995 (2% of the global total). 

In the same year 500,000 infants were born with HIV infection (about 1,400 per day); 67% of 
these children were in sub-Saharan Africa, 30% in South and Southeast Asia and 2 to 3% in 
Latin America and the Caribbean. 


iving Wi ills 8%) were male and 8.8 million (42%) were 
dults living with HIV/AIDS, 12.2 million (5 | 
ey Mae tices to half of the 7,500 people who become infected daily are women. 


‘ton adults have developed AIDS from the beginning of the pandemic to July 
oe ari a 45 million were in sub-Saharan Africa, 400,000 were in Latin America and 
750.000 were in North America, Europe and North and South Pacific combined. In South and 
Southeast Asia where the pandemic gained intensity more recently, it 1S estimated that 330,000 
adults have developed AIDS. Of the 1.6 million children with AIDS, 1.4 million (85%) were in 


sub-Saharan Africa. 


The figures above presented evince that resource constrained countries and socially 
marginalized populations bear a disproportionate and progressively increasing burden of the 


pandemic. 
Nw 


Africa and the Middle East 


By mid-1996, 13.3 million adults (more than 5% of all adults aged 15-49 in this part of the 
world) were living with HIV/AIDS in sub-Saharan Africa. In several countries of eastern and 
southern Africa (viz. Kenya, Malawi, Rwanda, Tanzania, Uganda, Zambia, Zimbabwe) where 
HIV began to spread widely in the early 1980s, more than 10% of women attending antenatal 
clinics surveyed in urban areas have been found to be HIV-infected, with rates which may 
exceed 40% in some surveillance sites. In these populations, transmission of HIV occurs 
mainly through heterosexual contact, beginning in early teen years and peaking before the age 
25. In other sub-Saharan countries - mostly in west and central Africa - HIV epidemics are 
currently passing through their intermediate stage where between 1 and 10% of women 
attending antenatal clinics are infected with HIV. : . 


HIV-2 is primarily found in West Africa and, in contrast to the increasing spread of HIV-1, the 
prevalence has remained rather stable in this region. This is thought to be the result of the 
higher transmissibility of HIV-1 compared to HIV-2. | 


Epidemics may suddenly explode with rates of infection increasing several fold within only a 
few years, as has been observed recently in Botswana and South Africa. Population mobility, 
patterns of sexual behavior and other related societal factors are likely to enhance the potential 
for such explosions but are not yet fully understood. 


Besides their direct consequences for the health of adults, especially women, and infants the 
role of STDs in facilitating the transmission of HIV has been clearly established. The World 
Health Organization estimates that 65 million new cases of curable STDs occurred during 1995 
in this continent. | 


Heterosexual contact represents the principal mode of transmission of HIV in adults and young 
people in sub-Saharan Africa. HIV antibody testing of blood donations remains incomplete in 
most countries of this region. Transfusions of unscreened blood account for less than 10% of 


oe but play a role in the spread of HIV mainly to women of reproductive age and 
cnitaren. 


Urban and trading centers generally continue to have substantially higher prevalence of HIV 
than rural areas. But as a result of population displacement, armed conflicts, proximity to 
highways, intense migration, lack of basic services and other structural conditions, some rural 


communities of Kenya, Tanzania and Uganda suffer higher infection rates than those observed 
in neighbouring urban populations. 


Epidemics tend to spread into younger populations, especially young women. The rates of 
newly acquired HIV infections are highest in the 15-24 year old group among both females and 
males in most countries of the region. The peak of new infections occurs several years earlier 
in young women than in young men. Apart from biological factors, early sexual initiation and 
the patterns of sexual mixing, wherein young women tend to have sex with older men in the 
context of marriage or in exchange for money or benefits represent important reasons for the 
disproportionate risk of young women to acquiring HIV infection. For many women the major 
risk factor for HIV is the sexual behavior of their spouse or regular partner. 


The constantly growing burden of disease has already overwhelmed the coping capacity of 
urban health systems in hard hit countries. In future, demands for care will increasingly fall on 
poorly equipped and under-funded rural services, households and individuals. 


Demographic surveys in several countries have already noted significant increases in infant and 
child mortality. Studies in areas where 8% of the adult population is HIV-infected have 
measured a doubling of mortality due to HIV and a decrease of 5 years in life expectancy. Due 
to high levels of fertility, populations will generally continue to grow but critical deficits will 
affect the economically active ages. 


The region of North Africa and the Middle East represents 22 countries ranging from Morocco 
in the West to Pakistan in the East. Information is sparse, but available data from screening of 
blood donors indicates low HIV prevalence in these populations, except for Djibouti. Recently, 
increases of infection rates in STD patients have been observed in countries like Sudan, 
Yemen, Pakistan and the Syrian Arab Republic. The region is characterized by late 
introduction of the virus, the marginal status of women in society, the highly stigmatising 
nature of STDs and the difficulty of conducting effective sexual health programmes. 


To date in sub-Saharan Africa, there has been a general lack of rigorous evaluation of © 
intervention strategies, especially those designed to reduce the sexual transmission of HIV. But 
in a recent study in Mwanza, Tanzania, early treatment of STDs in rural communities has been 
associated with a 42% decline in the rate of newly acquired HIV infections as compared to 
populations which served as controls. | 


Hope that the number of new infections may have decreased comes from studies in Uganda. 
Between 1990-93 and 1994-95, prevalence in pregnant women at 6 sentinel sites declined 29% 
overall (from 21 to 15%), and 35% in both 15-19 (from 17 to 11%) and 20-24 year old (26 to 
17%). Surveys of such populations suggest that behavior change might have led to these 
apparent reduction of ‘nfection levels. However more rigorous behavioral and social data will 
be required to help interpret these trends and to establish to what extent they ‘are related to 
prevention efforts and/or structural transformations. 


Asia 


This region ranges from India in the West to China and Japan in the East, It is home to over 


60% of the world's adult population, hence what happens 1n this part of the world will have a 
major impact on the global pandemic. 


There has been substantial variation in the timing and rate of growth of epidemics. In some 
countries, e.g., Cambodia, India, Myanmar and Thailand, HIV spread has been extensive with 
extremely rapid growth in some geographic areas. In others, e.g., DPR Korea, the Republic of 
- Korea, the Philippines and Singapore, only limited spread has occurred to date and the rate of 


growth appears to be considerably lower. 


idemic i i he best documented, with an estimated 750,000 persons 
Hs arn Be oe Natchalie aoe one third of injecting drug users and brothel based 
vee te ere infected ‘n 1994. Infection levels in males measured at STD clinics grew 
Pg v7) se 8.6% in the first half of the 1990s. HIV prevalence in women attending antenatal 
es hag steadily from 0% to 3.3% over the same time period. This trend is expected to 
: es e for several years. However, there is evidence that prevention efforts are taking effect: 
FIV infection levels in military conscripts have dropped from 3.6% in 1993 to 2.5% in 1995. 


t geographic variation with high seroprevalence in the South and the 
Sag F Apo Rgs Bt sis prevalence went from 2 to 3% in STD clinic attendees before 
1990 to 36% in 1994, and infection rates in commercial sex workers rose from 1 to 51% - 
between 1987 and 1993. Women in antenatal clinics tested positive at a 2.5% rate in wots 
Injecting drug use has been a major problem in Manipur, state with prevalence reaching 60% by 
1992. At the end of 1994, WHO estimated that 1.75 million infected persons were living in this 
country, while evidence suggests an estimate of over 2 million in mid 1996. 


The epidemic in Myanmar is one of the most serious in the region with half a million people 
with HIV in 1996. It began with the infection of large numbers of injecting drug users in the 
late 1980s. Infection rates in pregnant women are varying according to region between 0 and 
12%. In Cambodia the data indicate that the current extensive spread of HIV/AIDS started 
during the late 1980s or early 1990s and is predominantly occurring among heterosexuals. In 
other countries, viz. Malaysia and Vietnam, the rapid growth in prevalence among certain 
populations during the last 3 years is similar to that seen in Thailand and Myanmar in the early 
stages of their epidemics. | 


In China the majority of reported HIV infections and AIDS cases have been among injecting 
drug users in Yunnan province. There are indications that the virus is spreading now among 
heterosexuals in the southern part of this country. Official estimates affirm that the number of 
HIV-infected persons grew to 100,000 by the end of 1995. 


In the Philippines the growth of the epidemic appears to be relatively slow, with much lower 
levels of HIV among sex workers (less than 1%). In other Asiatic countries the still 
fragmentary surveillance limits the assessment of the situation. However, levels of other STDs 
seem to be high in their populations implying a strong potential for extensive HIV spread. 


The HIV/AIDS epidemics in most countries of Asia have been strongly influenced by gender 
inequality and the frequent practice of men visiting sex workers. Sharing of needles among 
injecting drug users has also played a significant role early in the spread of HIV, particularly in 
the Golden Triangle region. | 


The scope and efficacy of prevention programmes have varied greatly from country to country. 
In Thailand a national multisectoral effort was successful in the commercial sex sector, where 
condom use is now the norm. As a consequence of these behavioral changes STD rates and 
HIV incidence in younger men have fallen considerably. On the other hand there has been only 
limited success in slowing HIV transmission between discordant married couples. Thus, 
infection rates found in pregnant women continue to climb. In India, no formal studies have 
been done on the large scale impact of prevention programmes, however it appears that fear of 
acquiring HIV has risen among the educated and the higher socio-economic classes. This may 
lead to higher condom use, given that these social sectors are disposing of the necessary 
resources. Unfortunately, in the lower socio-economic classes and rural areas there is still a 


gross lack of awareness and knowledge of HIV/AIDS, which means that behavioral change has 
probably been minimal. 
is 


Because the epidemics in the region are comparatively young, many doctors fail to properly 
diagnose AIDS and, in addition, medical care is often unavailable or limited. As a result, the 


little data which are available, show a shorter survival time after diagnosis with AIDS than in 
the industrial world. 


Some governments have committed extensive resources to responding to the epidemic, but the 
majority is relying too much on external financial support. Moreover, denial and reticence 
about releasing information continue to be serious problems. 


Latin America and the Caribbean 


In this region there is a tremendous amount of variation in the level of HIV spread and the 
speed of the epidemics among subregions and countries. While the overall rate of new 
infections seems to increase more slowly than in other developing regions some countries of 
the Caribbean and Central America are among the most affected world-wide. 


The dominant modes of transmission also vary from one country to the next, ranging from 
some epidemics that are predominantly related to homo- and bi-sexual behaviors, to epidemics 
connected to injecting drug use, and to others that are primarily determined by heterosexual 
transmission. In spite of this epidemiological diversity the available data indicate that the 
pandemic is growing and progressively affecting heterosexual populations and non-urban 
areas. | 


Slowly but steadily the pandemic is taking hold of communities rendered doubly vulnerable due 
to their socio-economic disadvantage and lack of information. Migration, both within and 
between countries, creates favourable conditions for the spread of HIV/AIDS and hampers 
preventive measures. The epidemiological evidence signals a rapid shift of new infections to 
younger ages, particularly toward people between 15 to 24 years old. There are marked 
tendencies of increasing HIV infection among the general population, especially women and 
groups which lack basic social, educational and health services. In many sub-regions the 
epidemics are also associated with a thriving sex industry which includes in several countries 
the exportation of sex workers and an organized sex tourism. On the other hand transfusion- 
associated HIV transmission and AIDS cases have drastically declined due to effective blood 
screening in most countries. 


In Mexico there is evidence of continued increasing HIV incidence among men who have sex 
with men, although the rise is not as rapid as it was in the 1980s. In this country two epidemics 
are observed: an urban epidemic, more mature and affecting primarily MSM and an emerging 
rural epidemic which is predominantly spreading through heterosexual transmission. 


The Central American Isthmus and the Latin Caribbean reflect epidemics with growing 
HIV/AIDS incidence and accelerated transmission between men and women. More than half of 
AIDS cases diagnosed in Central America are reported from Honduras while this country only 
has 17% of the population. HIV seroprevalence levels among sex workers have reached as 
high as nearly 40%, and sentinel surveillance of pregnant women in the city of San Pedro Sula 
has documented infection rates of up to 4%. Patterns of migration and mobility in this 
subregion suggest that HIV is spreading within each country in well-established local 


epidemics and externally across international borders. 


In the Latin Caribbean, Haiti represents a case of a relative mature epidemic. Mainly due to 
social, economic and political instability HIV prevalence in the adult population reached in 
1994 an estimated 10% in urban zones and 5% in rural areas. High rates of infection levels 
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ular concern. HIV seroprevalence among 
0 
ion subsets reached levels up to 11% among sex workers, 5 to 8% among 
among women attending antenatal clinics. International and 
i loyment seeking, are major influences on the § 
atra-regional travel, including tourism and emp ng, infh 
is of the epidemics in this sub-region. Available data indicate growing infection rates 
aa pregnant women, sex workers, applicants for exit visas and migrant farm workers in | 
several Caribbean countries. Some states report AIDS incidence rates that are among the 


highest in the world. 


found among pregnant women are of partic 


Dominican populat ‘ 
STD patients and, by 1993 1.2% 


Within the sub-region of South America, Brazil accounts for 75% of all AIDS cases reported 
to WHO followed by the Andean Region(15%) and the Southern Cone (10%). There is a 
considerable transmission of HIV due to injecting drug use in Brazil and the Southern Cone 
countries of Chile, Argentina, Uruguay and Paraguay. The pandemic in this part of the world 
has progressed since the early 1980s from one predominated by homo/bisexual transmission to 
one with accelerated spread by heterosexual contact. In addition, there is an emerging — 
transition from epidemics centered in major cities to increasing involvement of smaller urban 
centers and rural areas. The impact of the pandemic on morbidity and mortality is already 
visible where it began first. In the city of Sao Paulo, for example, AIDS is now the leading 
cause of death in women of reproductive age. 


A significant increase of knowledge about HIV/AIDS has been achieved in most populations of 
Latin America in the last ten years. Behavior changes are most evident among sex workers, 
men who have sex with men and among health care providers involved in AIDS management. 
However, awareness of asymptomatic transmission and of relationship between other STDs 
and HIV is still very limited. Surveys have documented the persistence of myths, 
misconceptions and low self-perception of risk. : 


North America 


The growth of the AIDS epidemic in North America has slowed in recent years, largely due to 
the decline in sexual transmission between men. However, current AIDS incidence is at an 
unacceptably high level and it must be recognized that this levelling off should in no way be 
considered reason for complacency. 


There has been also substantial variation in the populations affected. In the United States, the 
Increase in new AIDS cases in the 1990s has been greatest for women compared to men, 
blacks and Hispanics compared to whites, and persons infected through heterosexual contact 
compar ed to other modes of transmission. As a result of these trends, in 1995 AIDS incidence 
was 6.5 times greater for blacks and 4 times greater for Hispanics than for whites, 20% of 
persons diagnosed with AIDS were women and 15% were infected heterosexually. 


sel be paki continues to occur at an alarming rate and infection levels are high in a 
number of subpopulations. In 1994, 2.3% of the close to 1 million prisoners in the United 


tres were known to be infected with HIV. Among Canadian prisoners HIV prevalence is 
igher in women, about 2 to 10% versus 1 to 4% in men. 


siding acm through injecting drug use continue to take place and the number of users 
injection arr othe although some studies have shown a decrease of both unsafe 
aga suite an HIV incidence. In Canada, access to Sterile injection equipment for 
exchange progr OA a inject drugs is available in pharmacies and through numerous needle- 
Hattie eet grams. in contrast, 45 of 50 States in the USA prohibit the sale or possession of 

©S OF syringes without a medical prescription, and only a small number of legal 


_ 


needle exchange programs exist. In addition to injecting drug use, the use of crack cocaine has 
been associated with an increased risk of HIV transmission through sexual contact in both 
urban areas and the rural South in the USA. 


Although there is evidence that HIV transmission through sexual contact between men has 
declined, younger homo- or bi-sexual men appear to be exposed to a high risk. Frequent 
practices of unprotected anal intercourse continue to be reported by this age group. 


Europe 


The complex patterns and dynamics of the epidemics in the European region cannot be 
reduced to a simple division between eastern and western Europe. However there are large 
differences in the timing of HIV spread between the formerly divided parts of the continent, 
and the dramatic socio-political transformations occurring in central and eastern Europe create 
specific situations of high vulnerability. 


Over the past 2 to 3 years, AIDS incidence appears to have stabilized in several countries of 
the northern part of western Europe. In contrast, in the countries of the southern part of this 
sub-region there is no indication of the AIDS epidemic levelling off. In central and eastern 
Europe the HIV/AIDS epidemic is much more recent and the number of AIDS cases is much 
lower. 


Before 1990, most AIDS cases were diagnosed in men who have sex with men. Since 1990, 
however, injecting drug users account for the highest proportion of yearly diagnosed cases in 
the region. The shift in transmission patterns is accompanied by an increase in the proportion 
of female cases, which rose from 11% in 1986 to 20% in 1995. : 


In western European countries, back calculation models usually demonstrate that the incidence 
of HIV infection peaked in the mid 1980s. The same method shows a low but steady increase 
of HIV prevalence among heterosexual populations. Trends for injecting drug users appear 
more variable and complex. Data suggest that HIV transmission through injecting drug use 
among young adults decreased in early 1990s in France, Italy and Switzerland, but increased 
over the same period in Spain and Portugal. 


Among the heterosexual STD patients who were not injecting drug users, HIV infection rates 
were below 1% in 11 countries. Higher rates (between 1 and 3%) were found in France, 
Germany, Italy, Portugal, Spain and Switzerland. No significant prevalence trend has been 


observed in the past years. 


The lack of basic data means that the change of sexual behavior is difficult to monitor. A 
review of behavioral surveys carried out in western European countries between 1987 and 
1990 shows that the reported number of sexual partners remained quite stable, while condom 
use increased markedly, particularly for the most sexually active population groups. 


Although, until recently, reporting systems had not identified increasing trends of HIV 
incidence in the general population of eastern European countries, the potential for a rapid 
change of epidemiological dynamics is of great concern. Large outbreaks of HIV infection 
among injecting drug users have been observed in the former republic of Yugoslavia, Poland 
and, recently in cities of Ukraine. Worrisome information is coming from STD surveillance in 
the independent states of the former Soviet Union, where substantial increases in syphilis rates 
have been seen since 1990. These results indicate the likelihood of further spread of other 
STDs including HIV infection. In some of these countries, availability and low income levels 
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can heavily restrict condom use. In 1995, the price of a twelve unit pack represented nearly 


one third of the minimal salary in Russia. 


‘ 


North and South Pacific 


Australia and New Zealand's experience of the HIV/AIDS epidemic has parallelled that of a 
number of industrialized countries, particularly those of northern Europe, with the major 
pathway of transmission being through sexual contact between men and primarily occurring in 
the early 1980s. This pattern has also been reflected in the French Territories of New 
Caledonia and French Polynesia. The Epidemic in Papua New Guinea has developed more 
recently, and appears to involve a major component of heterosexual transmission. 


~The incidence of AIDS has reached a plateau in Australia and actually appears to be declining 

in New Zealand. These trends are essentially due to the drop in the rate of sexual transmission 
of HIV between men that occurred a decade earlier. This decrease began well before any 
organized prevention program was implemented, but is likely to have been supported through 
the partnerships developed between gay community-based organizations and governmental 
institutions. Current tendencies in sexual transmission between men are unclear. 


In Australia and New Zealand, HIV infection has remained rare among people who inject 
drugs, apart from men who also have homosexual contact. In heterosexual injecting drug 
users, surveys have consistently found HIV prevalence below 2%. Both countries have 
adopted harm reduction policies, including extensive needle exchange programs. Although the 
low HIV rates indicate successful prevention efforts in this population, the ongoing hepatitis C 
epidemic implies a continuing potential for a substantial outbreak of HIV through blood 
contact among injecting drug users. 


In Australia, and to a lesser extent New Zealand, high rates of STDs other than HIV in 
indigenous people have led to mounting concern about the potential for a major heterosexual 
epidemic of HIV infection in these populations. Surveillance data to date indicate that the 
levels of HIV infection is not higher among indigenous than non-indigenous people, but in 
Australia the rate of HIV diagnosis has increased in the past years among the former. In 
contrast, the overall rate. of HIV diagnosis in the Australian population has declined 
significantly. 7 


Essential Conclusions 


There is evidence that remarkable progress has been achieved in reducing the spread of HIV in 
some developing countries and in certain populations in industrialized countries. Specifically, 
the number of new infections has declined in young men in Thailand. A decrease in HIV 
prevalence has also been observed in young women in Uganda, a country with one of the most 
mature epidemics. Impressive declines in HIV incidence and/or prevalence have been reported 
in gay men in the USA, Australia, Canada and Western Europe. HIV infection levels have 
remained low in injecting drug users in a number of countries. To a large extent, these hopeful 
trends are attributable to education and prevention programs. 


In spite of these singular successes, the HIV/AIDS pandemic continues to expand in most 
developing regions and among minority populations in a number of industrialized countries. 
There are also indications of an impending outbreak of epidemics in up to now less affected 
parts of the developing world and those European countries undergoing political upheaval 
Especially dramatic is the growing spread of HIV in young adults, adolescents and children in 


on countries. Rural areas throughout the developing world are increasingly affected. 
proportion of infected women is growing constantly and is now roughly equal to that of 
men in many countries. Globally, heterosexual transmission is responsible for the majority of 


infections and continues to rise. The social, economic, demographic and health impacts of the 
pandemic is increasing in most countries. 


The global pandemic is comp®sed of multiple epidemics characterised by considerable 
differences regarding their stages of development, rates of expansion, prevalent transmission 
modes, affected populations, involved virus strains, among others. Inadequate behavioral and 
social data make it difficult to interpret the variation in dynamics observed in diverse countries 


and regions. Research must also be done on societal determinants of vulnerability to 
HIV/AIDS. 


It should be added that the contrast between the ongoing dramatic expansion of the pandemic 
on the one hand and the successful experiences of prevention programmes on the other cries 
for intensified efforts to reduce the spread of HIV/AIDS and its impact. Political commitment, 
international co-operation, a more equal distribution of resources and the active participation 
of affected communities are required in order to achieve the wider implementation of 
educational programmes as well as the overcoming of structural factors of risk. 


Conference Presentations and Discussions 


Introduction | 


An estimated 15.000 delegates, approximately 2000 journalists and several thousand other 
visitors came to Vancouver for this Conference. The sheer number of participants made it 
difficult to organize and facilitate effective processes of information sharing and discussion of 
relevant issues. Generally, the sessions of oral presentations gave only very limited 
opportunities for the debate of critical questions. But there were a lot of occasions for 
initiating personal contacts and direct exchange of experiences in more informal settings, e.g. 
during poster presentations. The enthusiastic collaboration of numerous volunteers and the 
natural hospitality of people living together in this multicultural city contributed to reduce the 
anonymity of such a huge mass event. | | 


Personally, I am not able to make comparisons to former international conferences. People 
who had attended events of this type before, told me that they observed a wider representation 
of developing countries regarding both, the topics included and the proportion of participants. 
While this may be true, I noticed a clear lack of balance between the actual burden of the 
pandemic carried mainly by the south and the thematic composition centered frequently on 
experiences gained in and relevant for the north. For many community based organizations, 
whose representatives could have made important contributions, the prohibitive cost and 


language barriers‘made a participation impossible. 


However, the absolute quantity of information and arguments relevant to and/or coming from 
the context of the developing regions was still enormous. Moreover, there are common 
challenges which are of concern for all who are engaged in AIDS work. The successful 
strategies and lessons learned in one part of the world may inspire the development of 
adequate approaches in other regions, provided that the specific settings are reflected and the 
necessary adaptations take place. Furthermore, an international meeting should be viewed not 
only as an opportunity for sharing useful information in order to improve local efforts but as a 
forum aimed at building the indispensable response on a global level. Last but not least, the 
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have access to the best options of care and treatment begins with the 
hus. the following report is a modest attempt to document some 
ons which may - amongst many others - contribute to 


universal human right to 
access to information. T : 
results of the presentations and discuss! 
the dissemination of relevant information. 


The division in four tracks (basic science, clinical science, epidemiology and public oe 
social science) reinforces the still prevailing fragmented views of the AIDS problem an 
hampers the fruitful meeting of participants with different backgrounds and perspectives, 
mainly between basic scientists, medical practitioners, PLWHAs, community workers, 
professionals involved in social research and government officials. Therefore, the thematic 


structure of this report will differ from the conference format. 


Understanding HIV/AIDS as a Global Challenge 


Several lecturers analysed the pandemic and the responses to it in the light of current structures 
and trends of the global society and emphasized the key role of international solidarity. Their 
critical statements made plain that the theme of the Conference," One World, One Hope", is at 
best a hope in itself and that we are, sadly, very far from converting it in a reality. 


UNAIDS Executive Director stated in his opening address that it is unacceptable that people 
living with AIDS have to live without the essential drugs they need. He also called for a radical 
change in the global AIDS research agenda currently determined by the needs of developed 
countries arguing that ignoring the research needs of 90% of the epidemic is not just unethical, 
but also irrational. 


Eric Sawyer, an activist living with HIV/AIDS, stressed that the hopeful results of new 
expensive therapies over a short time does not mean that a cure is here. We are a long way 
from cure, even for the rich. And for the poor, we're no closer than we were 10 years ago, as 
long as most people with AIDS can't get aspirin. He also condemned government officials who 
want to protect rich populations from the diseases of the poor people by instituting 
immigration barriers instead of providing health care to the sick. And he attacked drug 
companies for being more concerned in maximising profits than saving lives. Finally, he called 
for a global partnership to guarantee access to health care for all people. 


Access to treatment in developing countries was also discussed in a satellite symposium 
organized by GNP+ (Global Network of People Living with HIV/AIDS). This’ meeting 
resulted in a set of recommendations including funding mechanisms for subsidizing treatment 
options, incentives to create local drug manufacturing capacities, the strengthening of 
technological inter- and intra-regional co-operation, expansion of clinical trials of adequate 
medications within developing countries as well as the development and enforcement of 
ethically sound guidelines for clinical research. It was also stated that universal access to health 
care 1s an old problem which appears in a new glaring light due to HIV/AIDS. The availability 
of drugs represents only one aspect of comprehensive health care. Javier Hourcada, a PLWHA 


from Argentina, expressed emphatically that pills are not enough. We cannot swallow pills in 
an empty stomach. 


In another session James Curran, USA, addressed the history and future of the scientific and 
societal response in the face of AIDS. He insisted on the need to continue and reinforce 
prevention efforts against the rising tide of general complacency. We must never accept HIV as 
inevitable. He spoke of the importance of social justice to combat the conditions leading to the 
spread of HIV. His greatest disappointment in the USA is in the area of injecting drug use 
which is being dealt with not as a disease, but as a moral issue. 
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Ina panel on AIDS, politics and inequality attention was called on socio-economic effects of 
the globalisation of trade and the connected structural adjustments which are imposed on 
nations around the world. The resulting aggravation of social polarisation and gender 
inequalities has increased clearly the vulnerability to the HIV/AIDS pandemic. Poverty and 
unequal power structures are the strongest predictors of HIV infection world-wide. 


In his passionate speech about the future of public health, Jonathan Mann made some 
impressive Teflections on our global ethical responsibility as human beings. The existing 
divisions within humanity between rich and poor, men and women, infected and not infected 
are life denying. We need to seek human liberty in the connectedness with one another. The 
challenge is to build a new solidarity in a world with AIDS which means to link the healing of 
the world with our own fate. He recognized that the required changes will be threatening the 
social status quo. The human right approach should form the base of a real global public health 
strategy. He also deplored the lack of communication between scientists and activists. 


A comprehensive exposition of the fundamental approach which can lead us to a clearer 
understanding of and a more effective response to the pandemic was made by Richard Parker, 
a social scientist and NGO coordinator from Brazil. He mentioned three key elements of an 
important change of paradigms which gives some reason for hope in spite of the unabated 
progression of HIV/AIDS and the still prevailing bureaucratic responses: 


e a growing awareness of the complex social, cultural, political and economic causes of the 
epidemic which goes beyond the notion of individual risk 


e a shift from individualistic and information-driven conceptions of education to more 
multidimensional models of collective empowerment and community mobilisation, and 


® anew understanding of the degree to which the struggle against HIV/AIDS is in fact part of 
a much broader and more long-term struggle aimed at addressing the issues of inequality 
and injustice. 


Recognizing the necessity of long-term social change does not mean that nothing can be done 
on a short-term basis. Dialogical learning processes as well as structural transformations 
through joint actions are required. Focusing on the issue of social vulnerability, we have begun 
to forge a truly global coalition. Politics and science cannot be conceived apart from an ethical 
framework, rooted in a moral philosophy capable of giving meaning to our work. The essence 
of human solidarity can be found in our capacity to interpret the pain and suffering of others as 
our own and, consequently, to take responsibility for the collective effort to change it. The true 
challenge is to overcome the oppression, discrimination and violence that everywhere can be 
found to lie behind the apparent shape of the epidemic and to build one world out of many by 
learning to respect our differences going at the same time beyond them in our common 


struggle. 


Joseph Decosas, a Canadian physician working in West Africa, discussed the complex nexus 
between HIV/AIDS and development in both directions, HIV/AIDS as a consequence of 
developmental failures and the pandemic as a threat to development. He identified three 
categories of co-factors for the spread of HIV which ultimately can all be traced back to 
characteristics of social development. Untreated genital tract infections which appear as a 
biological co-factor have to do with the accessibility and quality of medical services, the 
capacity to pay for the treatment, levels and contents of education and women's autonomy to 
seek care. Cultural phenomenons like sexual relationships between young girls and older men 
who are more likely to be infected are also a development issue: When educational and 
economic opportunities for women improve, the age differences between sexual partners 
usually decrease. Massive population movements which are well documented as a structural 
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emic are often the result of ruthless industrialization. He presented a 


ion levels among pregnant women living in 
se study from Ghana where HIV infection leve 
teeth  abeialacie dam are five to ten times higher than in the rest of the country. 


area next to a hy et 
a obvious explanation is that after the completion of the dam in the early sixties some 


flood. While men became fishermen or 
00 people were expelled from their land due to the 
ine, search of work, the displaced female farmers had few choices but to enter 


prostitution. ° 


With regard to the impact of HIV/AIDS on social development Decosas argued that evidence 
of a negative effect on the macro-economic level is lacking. Certainly he was right to say that 
indicators like growth rates of gross domestic product do not reflect adequately the well-being 
or developmental status of a society. But his historical example of an unexpected outcome, the 
plague epidemic in medieval Europe, which in his opinion preceded the collapse of the feudal 
system and the rise of the global economic supremacy exerted by this continent in the 
following centuries, was probably misleading. The morbidity and mortality of HIV/AIDS is 
age-specific, killing primarily the age groups which form the main productive force of a 
society. It is true that this shift in the producer-consumer relation menaces first the economic 
subsistence of directly affected families, households and communities. Yet, it is likely to reduce — 
the productivity and potential of a national or regional economy on the whole. He recognized 

this impact with respect to the agricultural sector, when he stated a decline of crop yields and 

an increase of less nutritious products resulting in a deterioration of people's nutrition status. 

His final conclusion that HIV/AIDS has become an important factor within the complex. 
interplay of diverse forces which determine the specific course of social development in 

different countries cannot be contested. 


factor fuelling the epid 


There is no doubt that the degree of commitment shown by political authorities is - apart from 
internal and external structural conditions - the most important factor to determine the course 
of the epidemic. The policy of openness adopted by the Ugandan government was cited as 
decisive for the reduction of new cases of HIV infection now being reported in that country. 


Except for these more critical, analytical and comprehensive visions most individual 
presentations neglected the societal dimension of the HIV/AIDS problematic completely or 
failed in reflecting their results of behavioral research in the light of a deeper analysis of social 
relations. This underpins the impression that the understanding of the social, cultural, economic 
and political forces shaping the course of the epidemic is still incipient. 


Risk Factors and Situations 


A case control study performed in rural Tanzania collected detailed data on demographical and 
other risk factors as well as sexual behavior and practices. Having temporarily lived outside of 
the community and having no or little formal education were found significantly associated 
with HIV incidence. A history of blood transfusion or the circumcision status in men was not 
associated with HIV incidence, nor was any particular type of sexual activity. 


The high vulnerability of migrant, often socially marginalized populations was also verified 
through the results of a research done among women living on the Bateyes (settlements) of 
large private sugar cane companies in the Dominican Republic. These women have a five-fold 
higher risk for HIV infection than that for the female population of this country in general. 
Unequal sex ratios and lack of economic opportunities for women in the sugar cane industry 
make formalized prostitution and informal exchange of sex for money common survival 
strategies. Nevertheless 46% of seropositive women reported only one or two life-time 
partners. For women born in neighbouring Haiti (more than half of the studied sample), those 
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coming to Dominican Republic alone or with a relative were more likely to be infected than 
those coming with a male partner. High prevalences of cervical and vaginal infections were 
also found in this female population. Organizers of a project collaborating with Hispanic female 
farmworker groups in California and Texas mentioned recent studies which show that HIV 
infection rate among migrant and seasonal farmworkers may be as much as 10 times the 
national rate. 
7% 
A presentation from South Africa informed that 95% of the country's gold miners are living in 
single sex hostels away from their families. Given the easy availability of alcohol and 
commercial sex, the conditions for the rapid spread of HIV are ripe in this population. 


Some of the presented data provide empirical evidence of the close relation between socio- 
economic disadvantage and vulnerabilty to HIV/AIDS, leading to ‘an _ increasing 
“pauperization" of the epidemic. In Brazil, for instance, of the AIDS patients reported in 1995, 
70% were illiterate or had attended at most elementary school, while at the beginning of the 
epidemic more than 80% of all cases had at least secondary education. A study carried out in a 
public health service which offers anonymous testing in Sio Paulo detected that educational 
level less than complete high school was significantly associated with HIV infection among 
nearly 4.000 women who returned for their test result. The information system established in 
the state of Sdo Paulo to provide epidemiological data on asymptomatic patients followed in 
the public health services calculated that the educational level of 74% reaches at most 
elementary school. Only 3% of the women and 6% of the men had a specialized occupation or 
were the owners of a business. Of the 142 women who were attended since 1990 in a hospital 
in Rio de Janeiro more than 90% came form outlying poor areas of the city. 


Findings from 17 different studies conducted by the International Center for Research on 
Women in 13 developing countries reveal that many adolescent and adult women have been 
forced to have sex and hesitate to discuss infidelity and condom use for fear of a partner's 
violent reaction. Fostering linkages between AIDS initiatives and the violence against women 
movement, advocating for legal reform or monitoring existing laws, ensuring that messages of 
condom promotion do not capitalize on macho or aggressive behavior were mentioned among 
others as necessary strategies to confront this violation of women's physical and mental 
integrity which is closely associated with vulnerability to HIV/AIDS. 


A study from Vitoria, Brazil, corroborated the fact that many women are at risk of HIV 
infection due to the behavior of their steady male partners. Of 84 HIV positive women that 
received medical care in a public clinic during the past three years close to 60% had only one 


partner. 


The relation between living and working conditions and an unhealthy life-style was highlighted 
by research with truck drivers in India. Separation from their families, passing sleepless nights 
behind the steering, lack of recreation alternatives, among other problems make excessive 
intake of alcohol with peers and visiting nearby brothels their prime diversion. 


Knowledge, Awareness and Attitudes 


Many experiences evince a wide gap between an apparently satisfactory information level and a 
general conformity with prevention norms shown by common studies on the one hand and the 
persistence of behaviors and practices that put people at risk of HIV infection on the other. 
The complex, socially mediated process of interpretation of informational inputs and the 
resulting translation in practical conduct is still poorly understood and frequently overlooked in 


the planning of preventive measures. 
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ties in Vietnam using a qualitative, focus group methodology 
tioned policies about HIV/AIDS are superimposed on traditional 
changing them. These deeply-held attitudes are generally not 
dies but come to light with qualitative investigation. Specifically, it 
only frequent hostess bars where sex is available, and many 
rural men have minor wives. Rural women accept these behaviors, and both sexes see little risk 
of AIDS because the sexual partners are not considered prostitutes and the men are not 
considered "bad husbands". Condom use was low, especially among younger people, and 
mainly related to family planning. Despite many HIV infections in rural areas, most 
respondents do not believe that there are persons living with HIV/AIDS in their own province. 
The majority relies on the government to prevent AIDS by controlling prostitutes and drug 


users in major cities. 


A study on rural communi 
concludes that officially sane 
beliefs and norms without 


detected by quantitative stu 
was found that rural men comm 


A qualitative study among rural adolescents in Mexico found that, generally, migration is a 
space where sexual initiation takes place, outside of community norms and without barrier 
methods of protection. There is a fundamental differentiation based on gender. While sexual 
decision-making and expression of girls is inhibited by social control, young men are 
encouraged to have sexual relations as part of the rites of passage into adult life. Sexual 
initiation is pushed by relatives or peers and commercial sex is one of its principal routes. 


A synopsis of household surveys done in 18 countries, mainly in Africa and Asia, which used 
face-to-face interviews to investigate sexual behavior, observed a huge variability with regard 
to the proportion of men reporting sexual contact outside regular partnerships in the last year 
ranging from 4 to 47%. Contacts with sex workers ranged from 1 to 25%. Women were much 
less likely to report non-marital sex than men. Condom use was very low in most study sites. 
Yet, inter-country differences may, to some extent, be artificial reflecting actually the context- 
specific readiness to talk openly about intimate facts and admit engagement in socially less 
accepted behaviors. Besides controlling for these influences on data inquiry there is a necessity 
to investigate social and cultural determinants of existing differences. 


The fact that results of sexual behavior research depend highly on methodologies used was 
verified by comparing studies done with women in different countries. For example, when 
surveyed 8.6% of young, unmarried women in Mauritius reported having had sexual 
intercourse. On the contrary, in-depth interviews with a similar population showed that 20% 
were Sexually experienced. Qualitative, participatory methods also uncovered other risk 
behaviors which would not have been detected by a survey. Involving the community in 
instrument design, data collection and analysis, and program planning produced not only 
valuable results for research, but catalyzed also community responses. 


The effect of culturally defined perceptions of sexual risks on behavior was explored by an 
Investigation with young people of different socio-economic background in Sri Lanka. While 
knowledge of AIDS and HIV transmission was relatively good, the findings indicate much 
greater concern about sexuality leading to loss of virginity, marriage ability, pregnancy, loss of 
reputation and family awareness of sexual activities. Their efforts to résolve increasing 
sexuality with avoidance of these perceived problems include on the one hand abstinence and 
practices that emphasize non-penetrative sex, but on the other risky behaviors like anal sex, 


male visits to female sex workers, young males having sex with older women and sex between 
men. 


Another interesting example of the strong and complex influence that specific socio-cultural 


identities exert on personal decisions about risk taking and self-protection came from a 
research which conducted in-depth-interviews with female sex workers in Mexico City. These 
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live in a constant double bind, playing roles considered to be opposites - mother and 
prostitute" - and are profoundly affected by society's double standard for women. The 
separation of their two identities or lives is created and sustained through images, rituals 
symbols and myths. Condom promotion in commercial sexual contacts serves as a physical and 
symbolic barrier between the professional and private life. Correspondingly, condom use is 


rejected in private sexual relations, a fact which needs to be targeted in culturally appropriate 
prevention programs. . | 


Most of the misconceptions referred to by diverse presentations are related with the fatal myth 
of risk groups and the incomprehension of asymptomatic infection. Discussions with diverse 
social groups in Laos found that protective behaviors included condom use with commercial 
sex workers, but not with "non-professional" girls or women. One common perception about 
HIV/AIDS is that person who appear "clean and plump" are not infected and unprotected sex 
with them is safe. A study carried out with overseas contract workers from the Philippines 
showed that three quarters correctly defined HIV and AIDS, but most of the respondents 
thought HIV exposure to lead immediately to AIDS and more than half believed all 
seropositives to be symptomatic. : 


The appalling lack of knowledge and awareness still prevailing in many regions of the world 
even in more literate populations was shown by a study done in Madras, India, which 
interviewed 40 women working as trainers in programs like family planning , adult literacy etc. 
and wanting to integrate AIDS education in their existing projects. 83% believed that AIDS 
could be cured. 91% felt infected persons could transmit the virus through social contact and 
they should be isolated. Only 31% thought that multiple sexual relations involve a risk of 
infection and as few as 22% were aware that proper condom use reduces the risk of 
transmission. | 


An extremely low awareness of AIDS and methods of protection against it was also found 
among Dai ethnic minority villagers in China's Yunnan province bordering Laos. Only 18% of 
177 persons surveyed in 1994 had heard of AIDS. Among those who had about 40% did not 
know one of the main transmission routes. When condoms were shown to focus group 
participants, most said they never had seen one before and very few were aware that condoms 
can be used for protection from STDs. 


Impact of the Epidemic 


Based on the 1991 Ugandan Census, one presentation described the effect and geographic 
extent of HIV mortality on population structure in this country. There were notable 
demographic impacts at the parish, but not yet at the district or national level. The very 
severely affected parishes had 27% population deficits, with 50% deficits in males aged 40-44 
and females five years younger. Consequently, at the beginning of this decade the impact was 
very localized and correlated with areas of early, high HIV prevalence. At present, however, it 
may have intensified and extended geographically. 


According to a study conducted in 1993 and 1994 in the Philippines, the medical care costs of 
AIDS exceeded the average per capita income of a Filipino household. Since there was very 
limited insurance coverage, these costs were borne either by state institutions or the families. 
Of the 54 patients interviewed, 18 (33%) lost employment immediately after diagnosis and 
another 15 (28%) changed occupation. Similar problems resulting from discrimination and 
profit orientation of employers were reported from Sao Paulo, Brazil, where half of 26 
interviewed women with HIV infection faced important changes in their jobs after diagnosis 


and most of them were still out of work. 
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one of the most affected areas in Uganda, involved : 
f all children below 1 
hort in which 22% of adults were HIV infected. O 
ge a RIE mother, 7.9% had a deceased father and 2.4% had lost mest 
arents. Although about half the parental deaths were AIDS related, the rate was about 65% in 
Sen below 5 years and 35% in those 5-15 years. Family incomes in homes with orphans 
- in other households, partly because many are headed by 


nerally lower than those 1 : 
ee 62% compared to an average rate of 30%. Nearly two thirds of households with 


dical treatment and burial costs. 
AIDS related deaths reported selling property to cover me atm 
School attendance is lower for orphans, especially girls, being 47% in girls and 67% for boy 


A study conducted in Rakai District, 


represen 
years 4. 5% 


orphans. 


An investigation on the coping mechanisms of families in response to HIV disease performed 
in the Philippines concluded that the low income groups have no margin to absorb AIDS 
related costs resulting in increased social inequity. Poor families even sold clothes and 
household accessories to finance medical care. Other coping mechanisms included care by 
immediate members of family incurring in absence from work and increased labour 
participation of women and elder children. 


Assessments of socio-economic impact is beginning to include gender as a category of analysis. 
On a household level, male infection may lead to a greater loss of income, while female 
infection may result in significant drop in food availability, nutrition and household 
management. Particularly in Africa; where women produce 60-80% of agricultural outputs, 
increases in female seroprevalence could seriously affect agricultural production and nutrition. 


Change of Attitudes and Behaviour: Strategies and Barriers 


Naturally, numerous studies and experiences during the Conference attempted to explore the 
factors associated with success or failure of education programs aimed at the prevention of 
HIV transmission and/or the reduction of discrimination against affected people. The majority 
did not reveal completely innovative results, but the confirmation and documentation of 
relevant insights may guide the planning of interventions and convince potential opponents. 


A study conducted in seven training sites in the USA assessed the impact on health care 
providers who attended educational programs finding that including panels of PLWHAs 
produced greater change of attitudes, viz. reducing fear of contagion and increasing acceptance 
of homosexuality. An evaluation of an Australian project which trains and promotes persons 
living with HIV/AIDS to speak about their experiences to different audiences, especially high 
school students and health care providers, noticed a high degree of satisfaction with the talks 
among the participants. Personal narratives were seen as powerful educational tools which 
present the reality of living with the infection, "humanise" the statistics of the epidemic, 
provide a catalyst for discussion of difficult issues such as sexuality and reinforce prevention 
messages. By not setting themselves up as "living warnings" speakers enabled an identification 
and helped to overcome the perception of AIDS as a distant possibility affecting others. 


A contribution from UNDP stated that the importance of the inclusion of people living with 
HIV/AIDS and groups most affected by the epidemic in policy development and 
implementation has been demonstrated. This participation can be encouraged and facilitated by 


community based networks which also play a role in support and advocacy on behalf of 
disadvantaged populations. 


Many presented experiences confirmed the positive results of the participation of peer 
educators in the planning and development of information and prevention programs, even in 
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adverse circumstances and targeting extremely marginalized groups. A project which includes 
street involved youth as peer educators for the dissemination of information on STDs and HIV 
found that these achieved a very good acceptance and credibility. A harm reduction program 
established in New Delhi, India, with IDUs from a socioeconomically deprived background 
integrates in its staffing rehabilitated ex drug users as peer educators considering them a key 
factor for achieved successes in reducing risk practices and motivating for detoxification. The 
evaluation of a project targeting men who have sex with men in Madras, another town in this 
country, concluded that the outreach activities of credible peers proved effective in influencing 
this population to adopt less risky sexual practices. Assessments of several programs carried 
out in the USA, which involved active drug users to educate their risk networks, found that 
peer involvement is essential to maximize efficacy in promoting needle hygiene. The mentioned 
advantages include identifying and recruiting drug users by those with the best current 
information, performing preventive efforts in terms that are culturally appropriate to each user 
group and cost efficiency. A project working with sex workers in Francistown, Botswana also 
found that peer education can be helpful in hard-to-reach groups particularly when using a 
participatory approach. Recent epidemiological data from the Dominican Republic showing 
lower syphilis and gonorrhoea rates among sex workers in several STD clinics are attributed to 
prevention programs carried out by peer educators. A project targeting truck drivers and petty 
sellers (male and female) in motor parks in Nigeria works with the leading idea that people are 
more prepared to listen to someone like themselves than an outsider and that the peer group 
approach overcomes concentrating on mere knowledge by emphasizing self help and 
participation. ) 


The effects of a peer-led HIV prevention program on the initiation of sexual activity among 
multi-ehnic high school students was evaluated in urban areas of California. Students in the 
intervention school received basic sex and drug education taught by health educators, followed 
by interactive sessions conducted by older peers, which focused primarily on peer norms, skills 
building and motivation to remain abstinent or have only protected sex. Control school 
students received a standard AIDS and sex education curriculum. Students in these comparable 
schools were surveyed regarding sexual behavior prior to the intervention and during the 
following grade. Of the control students, 18% initiated vaginal intercourse during study period. 
compared with 5% of students in intervention schools. The latter also developed safer sexual 
norms, while control student's norms became riskier. A peer education program for public high 
school students in Davao City, Philippines, also presented its lesson learned that students 
themselves are the best AIDS educators to their fellow students for they know best the sexual 
behaviors and needs. This approach encouraged genuine openness and candidness among 
students. - 


An education project directed towards rural populations in southern Mexico experienced a 
kind of scepticism regarding AIDS unless people have had contact with the disease before. 
However, the use of native culture and traditions of each community has been helpful to spread 
relevant information, especially when illiterate people are targeted. 


A better understanding of factors which influence sexual decision-making is essential for the 
development of effective prevention efforts. Focus group discussions conducted with women 
(90% African American and Latina) residing in communities with high HIV incidence in New 
York City identified some psychological obstacles for condom use and the adoption of other 
safe sex practices. Most participants reported that they would not ask a "steady partner" to use 
protective methods, citing the need to demonstrate love and trust, often in the face of 
knowledge of partner's past or current risky behavior. It was concluded that perceptions of 
romance and intimacy hindered self-protection among these women despite their 
characterisations of steady relationships as episodes of "serial monogamy". Possible 
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backgrounds of these illusory feelings related eventually with the idealization of gender roles 


and models of relationship were not discussed. 


s 


th Brazilian women of low income groups concluded that most of 
them place their family relationships above all else, and feel that they cannot afford care 
changes that may put this in jeopardy. To even suggest safer sex appears as a threat to t ’ 
family context and may tarnish her identity as a "respectable women", a highly valued and har 
won attribute that extends far beyond mere economic survival. Generally, the "other woman 


was blamed for the HIV/AIDS problem. 


A research carried out wi 


Compared to its outstanding importance, few presentations addressed the consideration of 
gender relations in program design. A prevention project implemented in Bombay, India, draws 
the general conclusion that gender sensitivity must feature in all educational efforts and that 
there is a need to sensitise the male population too, for raising the concern about the 
vulnerability of women. Experiences gained in the Phihippines, as in many other countries, 
imply that STD/AIDS control policies dealing with sex industry should also address men as 
customers, rather than focusing solely on sex workers as a "risk group". Personal interviews 
with sex workers, clients and pimps as part of an evaluation of a behavioral intervention in 
Bali, Indonesia, found that STD knowledge of clients had the largest effect in increasing the 
efficacy of educational sessions. Interviews conducted with Ugandan women whose husbands 
had received a diagnosis of HIV infection showed that 85% were financially dependent and 
three quarters of them did not feel at risk of HIV infection. Only 12% had discussed condom 
use. Low risk perception, financial dependence and poor communication skills were discussed 
as essential points of prevention programs, but the task to target men was not mentioned. A 
peer education project working with adolescent factory workers from northern Thailand 
presented their experience that women are more able to converse, express opinions and ask 
questions with regard to HIV/AIDS in female groups, because they face greater social losses 
than men if they discuss sexual health in public. Their perception of risk and options for 
prevention improved, but girls said communication with boys was difficult and males needed 
peer education about reproductive health as well. Mixed groups were successful when peer 
leaders and participants knew each other well before intervention activities. Mixed peer 
leader/educator training was highly effective because girls had the opportunity to converse 
with boys in a controlled environment. 


The results of a research conducted with street youth in South Africa demonstrates that these 
children are drawn into different kinds of non-consensual sex as part of their low status. In 
cu prea individually directed risk prevention strategies based on rational choice 
models of decision making and action are extremely limited. The vulnerability of street children 
reveals the need for broad-based social interventions to overcome social conditions and 
relations which force poor women and children to merchandise their sexual capacity. 


A presented overview on the preventive effect of syringe exchange analysed data from research 
conducted in North America, Europe, Asia and Australia where HIV incidence among 
participants was measured or could be estimated. The vast majority of studies (14 of 16) 
showed low rates of transmission of blood-borne viruses. In the two studies with apparent high 
rates of HIV incidence possible causes include multiple risk factors among drug users as high 
injection frequencies, high sexual risk behavior and manifold social disadvantages, and policies 
that limit secondary distribution of syringes. Increasing use of bleach for cleaning of injection 
©quipment was presented by a program from Manipur, India, as a viable option in settings 
where availability of needles cannot be improved within short time because of economic and 
political reasons. Among the target group of 790 injecting drug users an increase of bleach use 
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from 30% to more than 70% was reported as a result of an outreach intervention through 
trained ex and current drug users. 


Only few project presentations took into consideration the wider socio-political framework and 
its influence on the outcome of prevention efforts. A sex workers outreach project performed 
in the Australian state of New South Wales stated that a progressive approach to law reform 
and a supportive environment empowers the target population to take care of their health and 
that of their clients. The legalization of sex work and the co-operation with police has allowed 
to produce and distribute educational resources. Approximately 95% of sex workers demand 
the use of condoms in all sexual encounters. However, condom use is lower amongst illegal 
migrant workers. This setting has contributed to low rates of HIV/AIDS and STDs. An 
opposite example was cited from a support organization working with male, female and 
transgendered prostitutes in Porto Alegre, Brazil. In this context police violence, poverty and 
consequently low self-esteem among sex workers pose serious obstacles to AIDS/STDs 
prevention programs. 


However, strategies to build the necessary bridges between the implementation of specific 
_ projects in AIDS prevention and care on the one hand and the fight for the rights of people 
affected by and vulnerable to the pandemic on the other did not make up a focus of the 
contributions. Thus, two essential questions pointed out by Jane Galvao, coordinator of a 
Brazilian NGO, remained unanswered: 


e What can we do to avoid falling into the passive routine of administrating initiatives that 
already exist, and giving up the chance of questioning in depth the world's health policy? 


e What should be done so that the many institutions that are currently financing AIDS-related 
activities stop seeing the community groups and NGOs as simple executors of projects and 
begin to understand the political dimension that to a large extent is what lends sense to the 
existence of these groups? : . 


HIV Transmission 


The factors which influence the infectivity of HIV seropositive individuals are poorly 
understood. A study conducted in Abidjan, Cote d'Ivoire, analysed cervico-vaginal HIV 
shedding in female sex workers infected with HIV. This indicator of infectiousness was more 
frequently detected in women with HIV-1 compared with women living with HIV-2, which 
may explain the greater transmissibility of HIV-1. HIV-1 shedding was also significantly more 
frequent in female sex workers with immunosuppression, with a cervico-vaginal ulcer or an 
sexually transmitted infection. Another research involving female STD clinic attenders in 
Mombasa, Kenya, found that endocervical shedding of HIV-1 was correlated with use of oral 
contraceptives, injectable progesterone, gonococcal cervicitis and CD4 lymphocyte depletion. 
The data of an corresponding study on determinants of HIV shedding in semen of seropositive 
men performed in Seattle, USA, suggest that declining immune competence was an important 
predictor of detecting HIV RNA. Another research conducted in Malawi found that providing 
effective antibiotic treatment to men with urethritis resulted in a rapid reduction of seminal 
HIV: Confirming former epidemiological observations, these results permit the conclusion that 
increased infectivity is associated with disease progression and the presence of genital tract 
infections. Likewise, they underpin the preventive effect of STD treatment. Recent analyses 
suggest that infectiousness may also be increased substantially in the brief primary infection 

hase. Yet, additional research should be undertaken to better understand sexual transmission 


of HIV and to help formulate prevention policies. 


Mother-to-child transmission of HIV was analysed by several investigations relation to - 
factors as maternal clinical status, mode of delivery and ee ‘ e ee : 
conclusion is that those children born to symptomatic mothers and/or, breast- e : “ 2 ca 
risk of acquiring the HIV infection. In a study done in Rio de Janeiro, Brazil, a the ° 
children born to seropositive mothers, the rate of HIV (rareonasa was 33% in the 
asymptomatic mothers group, whereas it reached more than 62% in the group of ey TipMi 
mothers. Nearly half of the children who were breast-fed were infected, whereas only 19% of 
the bottle-fed children seroconverted. Similar data came from a research carried out in Soweto, 
South Africa, where in a sample of 163 mother-infant-pairs 46% of the breast-fed chikiren 
were infected as compared to 18% in formula-fed infants. In the breast-fed group 15% of 
transmission occurred after 6 months of age. It appears that breast feeding by HIV infected 
mothers may be one of the factors determining the high rate of vertical transmission of about 
40% in developing countries. The results of a research conducted at a tertiary hospital in 
Blantyre, Malawi, using polymerase chain reaction to detect HIV a short time after delivery 
suggest correspondingly that a non-negligible propoftion of children not infected during 
gestation and delivery acquire the virus postnatally by breast feeding. However, the 
investigators also recommend to perform a careful risk-benefit-analysis before any changes in 
established breast feeding policies are considered. In the Brazilian study the percentage of 
transmission was slightly lower in those children delivered by the vaginal route (38%) in 
comparison with children delivered by cesarean section (45%). ‘ 


Women Controlled Barrier Methods of STD Prevention 


With regard to microbicide containing gels safety studies are necessary because irritation of 
vaginal and cervical mucosae has been associated with spermicide use which might enhance the 
risk of HIV transmission. The results of two presented double-blind placebo controlled trials to 
determine the safety and tolerability of intravaginal nonoxynol-9 in a gel formulation were 
contradictory. The first study carried out with 60 female sex workers in Mombasa, Kenya, 
instructed to use the gel once daily during 2 weeks did not detect differences in the incidence 
of ulceration or abrasion by visual or colposcopical examination. The second trial conducted 
with 40 female volunteers in London, UK, who were recruited and randomised to use the gel 
" every night for one week found histological signs of inflammation in 35% of the nonoxynol-9 
group and 10% of the placebo group. In five subjects (all in the nonoxynol-9 group) there were 
both colposcopic and histological evidence of inflammation. This presentation drew the 
conclusion that histological findings suggest a biological mechanism to underpin the » 
observation that use of high doses of nonoxynol-9 may potentiate HIV transmission. 


Care | 2 


Several presentations addressed the potentialities and limitations of home care for people with 
AIDS, which represents the predominant organisational response in most developing countries 
to increasing needs of caring for chronically ill persons. An experience from Zambia showed 
that the majority of patients (77%) and immediate care providers (71%) preferred the care to 
be home based. But a high proportion of chronically ill persons perceived the care they 
received as rather restricted and frequently inadequate. Despite the willingness of relatives 
supporting in various ways, most care givers experienced critical problems related to food 
provision and proper hygiene. 


Assistance approaches which go beyond a narrow health care model including education on 
HIV prevention and AIDS care, addressing financial and social Support needs as well as 
strengthening community structures and social networks of PWAs were found very helpful in 
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different countries. The Health Promotion Center, the home-based care section of the Church 
of Christ AIDS Ministry in Thailand, observed an increasing acceptance of PWLHAs within 
families and communities. Its teams which offer education and holistic support through home 
visits have been well received by affected persons as evidenced by the increasing number of 
people who request visits. A project developed in Malawi to deal with the impact of AIDS in 
populations with a poor socio-economic background highlighted the importance of 
incorporating the strengths of the community rather than merely focusing on problems. This 
strategy changed the image of volunteer counsellors from being "messengers of death" to 
respected and welcomed facilitators of knowledge and support leading to a greatly enhanced 
community mobilisation. Another project in Mexico uses the methodology of popular 
education to develop training, orientation and support activities with care givers including 
family members, partners and friends. The assisted persons (more than two thirds were 
women) have shown greater confidence and security on living with and caring for their relative 
or friend with AIDS. The combination of skill-building and community sensibilization helped 
PLWHAs to come to terms with their HIV status and improve their quality of life and to avoid 
burnout of caregivers. It was noted that, as seen in many cultural contexts, women are 
entrusted with the provision of care. | 


A study conducted in the Dominican Republic compared the impact of two approaches to 
health care on health behavior, health status and psychological well-being of persons living 
with HIV/AIDS. The Ambulatory mode included AIDS education, monthly medical checkups 
and group therapy for patients. The Household mode comprised transferring nursing skills to” 
HIV positive individuals and their families at home. The Household care was more effective in 
preventing health crises. It reduced more the needs for hospital admission and lowered medical 
expenses. Social relations remained more stable than in Ambulatory care. Recommendations 
for action were more realistic, complete, and adjusted to family resources. Participation of 
family members was more active and effective. Support was more efficiently mobilized. Finally, 
' skills were generalized to other health crises. 


A research that interviewed persons living with HIV/AIDS and their family members in 
Mumbai, India, with a special interest in the gender dimension of household responses 
concluded in the sentence that "men receive care and women provide". Although responses of 
relatives were found to be largely positive, a strong gender bias was observed in favour of men 
and against women with HIV. As primary givers, women were not assured of home care for 
themselves. Widows and unmarried women with HIV were particularly affected. Needs of 
seropositive women therefore require special attention in AIDS programs in this country - and | 
probably in many others. | : 


An investigation conducted in Mexico revealed the common existence of hidden agendas of 
those involved in care for people with HIV/AIDS. Support was often activated by interest in 
goods of infected persons or because it helped to keep the case secret. 


A study of attitudes and opinions of medical staff in northern Thailand found that refusal to 
take care of AIDS patients was rare, although perception of risk of acquiring HIV infection 
through this work and feeling that it required great self-sacrifice was frequent. Most thought 
that AIDS patient care was an unnecessary waste of resources since a cure Is unlikely. Many 
respondents felt that nosocomial transmission of HIV to other hospital patients was an 
important problem and mentioned separation of AIDS patients as a solution. 


The influence of living and housing conditions on disease progression was studied by a 
charitable medical clinic in Rio de Janeiro run by the Catholic Church comparing the survival 
time from the date of AIDS diagnosis to the date of death of three different groups of patients 
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of doctors and had access to the same treatment. The 
ategory of currently homeless persons had a mean survival of 8.2 months, while this time 
meer reached 17.8 months in ex-homeless patients staying In a, support house and 18.3 
otha in people living with relatives belonging to the poorest section of society. 


who were seen by the same team 


Pathogenesis and Therapy of HIV Infection 


In the 2 years preceding the Conference new tools for laboratory diagnosis and antiviral 
therapy were developed which have made possible important advances in understanding the 
biology and treatment of HIV. Preliminary experiences with the resulting novel therapeutic 
options have raised a sense of hope, at least among practitioners and patients who have access 


to them. 


One of the relevant developments refers to the way the extent of the disease is defined. Until 
recently, monitoring of HIV progression was based on CD4 lymphocyte counts, which could 
only measure the damage already occurred. Now, new molecular techniques are available to 
quantify viral load, the amount of virus particles floating in blood plasma, as an indication of 
how fast the virus is reproducing and threatening healthy immune cells. Several presented 
clinical trials confirmed that this plasma HIV RNA measurement is an earlier and stronger 
predictor of long-term disease progression and mortality risk than the number of CD4 cells, i.e. 
a high level of viral load is associated with a higher risk of negative outcome. Very low levels 
define persons with a high probability of becoming a long-term non-progressor. In addition, it 
is considered a useful indicator for guiding the initiation of therapy and assessing the response 
to it. 


Early pathogenesis studies and the ability to better quantify plasma HIV load have established 
the extensive, persistent and dynamic nature of HIV infection. Prior beliefs, based on the 
concept of a prolonged phase of relative virologic latency have been replaced by a new 
paradigm of ongoing, high-level viral replication from the time of initial infection until death. 
After primary infection an explosive multiplication is taking place which is subdued partially by 
the immune reaction until a set-point is reached in the course of the first 6 months. This level is 
interpreted as a steady state explained as a dynamic balance between immune response on the 
one hand and the viral multiplication and mutation on the other. Research teams deduced the, 
kinetics of viral replication before treatment and calculated the rates of production and 
clearance of CD4 cells in the presence of HIV infection. Minimum estimates suggest that every 
single day 10 billions virions are produced and cleared by the immune system of an infected 
person. Likewise between 1.8 and 2.6 billions CD4 cells are produced and destroyed. The 
overall replication cycle is about 2 days which means that 180 virus generations are produced 
per year. 


Closely connected with the advances described above is the development of new classes of 
antiviral drugs. Besides other reverse transcriptase inhibitors, which block in different ways the | 
enzym necessary for the translation of viral RNA in DNA, the biggest innovation is the whole 
group of drugs aimed at an entirely different target: viral protease. This substance regulates the 
final maturation process of viral structure required for its infectivity. The combination of 
therapeutic agents with divergent mechanisms of action permits the interruption of replication 
cycle in different stages. At present, several combination regimens are explored for their 
immunological and clinical efficacy, and available data show substantial reduction in viral load. 
In many cases the suppression of viral replication is so profound that the virus is no longer 
detectable with currently available techniques. Lecturers also reported that clinical benefit was 
achieved as disease progression decreased and survival increased. These facts gave rise to the 
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hope that the emergence of drug resistance can be prevented overcoming the basic problem of 
former treatment approaches. Some investigators spoke even of the possibility to eradicate the 
virus through a completely inhibitory treatment regimen administered for 1.5 to 3 years. 


However, there were also voices of reservation and caution. Clinical experience with protease 
inhibitors only dates back 16 months, so there is no way to know what physiological impact 
and possible adverse side effects these drugs will have over a longer period of time. A 
reduction in plasma viral RNA to levels that are below those detectable by current techniques 
does not necessarily reflect complete suppression of viral replication. It remains doubtful 
whether suppression can be maintained for a sufficient period of time. It was also mentioned 
that sucess will depend on there being no viral sanctuaries which drugs cannot penetrate. 
Combination therapies also require an enormous precision and discipline on the part of patients 
considering the fact that multi-drug resistance will occur almost immediately if treatment is 
interrupted. 


Whether a medical solution is really at hand will become more clear in the next years. However 
the main question lies in the extremely high cost of new treatment options in the face of a 
steadily growing disease burden in the poor regions and communities of the world. Expenses 
for drugs for combination therapy amount to about US$ 15,000 to 20,000 annually per patient. 
During the Conference, protests were organized against the price policy of drug companies. 
Even if a reduction could be achieved, the vast majority of people living with HIV/AIDS will 
remain excluded from advances in clinical science as long as the extremely unequal distribution 
of resources persists, and per capita health expenditures of many developing countries do not — 
exceed a few dollars per year. A priority concern for the future will be to avoid that 
governments lower. their international co-operation for preventive efforts rather than 
strengthen it, in the illusion that the pandemic is under control with the advent of a medical 
solution. 
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Sources: Abstract Volumes, Daily Progress, different available papers, own notes taken of presentations 


and discussions. | 
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Conference report 


XI International Conference on AIDS, 
Vancouver, Canada, 7-12 July 1996 


One World. One Hope 


For the first time in 6 years the International Conference 
on AIDS returned to North America. Set against the 
magnificent back-drop of Vancouver (surely one of the 
world’s most spectacularly located cities, with its bustling 
harbour, pristine waters, verdant hills and snow-capped 
Rockies) some 15 000 people gathered to attend what 
the Canadian newspaper The Globe and Mail described 
as one third carnival, one third medical expo and one 
third science. A harsh comment, maybe, but the 
conference did provide the usual heady mix of science, 
medicine, development issues, trade show, politics, 
protest and culture. Former presidents of state, European 
Ministers of Health, generals from armed forces, leading 
scientists, Elizabeth Taylor (“ithas been a long time since 
| visited an international AIDS conference”) all 
participated in the conference alongside people with HIV 
and AIDS, prostitutes, NGOs and intergovernmental 
organizations, charities, community workers, researchers, 
clinicians, representatives of the pharmaceutical industry 
and publishers. Protests highlighted the fact that the USA 
still has not changed its immigration policies (the reason 
for the 1992 conference being held in Amsterdam rather 
than Boston as originally scheduled), that the Canadian 
AIDS strategy is, at best, inconsistent, and that inequity 
continues. Care was needed to identify and sort out the 
various agendas behind the rhetoric; ACT-UP protested 
about the lack of access to drugs in the developing world 
and scientists sponsored by pharmaceutical companies 
were advancing the idea of a cure. 


it was fitting that Vancouver should have been chosen 
to host this conference, since British Columbia has the 


highest rate per capita of HIV-infected persons in Canada. ~ 


In addition, this province has very progressive treatment 
policies. It has provided Can$7.5 million towards AIDS 
prevention, education, support and needle exchange 
services in 1996/7 (excluding care and treatment costs), 
an increase of more than $7 million on the $485 000 spent 
in 1991/2. It has committed $4 million to fund the protease 
inhibitors under the Pharmacare programme, and was 
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the first province in Canada to fund what are being 
recognized as breakthrough drugs in the treatment of HIV/ 
AIDS. Furthermore, British Columbia has increased the 
involvement of the AIDS community in shaping government's 
response to the issues of AIDS prevention, education and 
support services through the Provincial AIDS Strategy, 
launched two years ago. 


Because of the venue of the conference and the gap since 
the last International Conferences in North America, it was 
hardly surprising that about 40% of the participants in the 
scientific programme came from North America. However, 
casual observation of the flow of people between the different 
conference sites revealed the truly international nature of 
the event, more marked than in previous years, with more 
than token representation from central and eastern Europe, 
the countries of the former USSR and the developing 
countries of south and south-east Asia. Official statistics 
indicated that there were more representatives from either — 
India or Uganda than there were from Germany or Japan. 


With the meeting being held at the height of the tourist 
season, as demonstrated by the impressive sight of cruise 
ships docking on either side of the Convention Centre and 
the occasional silencing of all discussion by the ships’ sirens, 
accommodation was at a premium. Only some 60% of the 
9000 rooms allocated for the conference were actually in 
the city of Vancouver, the rest being spread throughout the 
suburbs and university campuses and even as far away as 
Semiahmoo, across the US border, and the resort of Whistler 
in the Rockies, a good 3-hour bus journey away. The city’s 
tourist agency calculated that the conference would generate 
some Can$31 million in revenue: $14.4 million on, 
accommodation, $1.3 million on private transport; $0.6 
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million on public transport, $7.6 million in restaurants, $4.9 
million on shopping and other spending, $1.0 million * 
hospitality suites, and $1.4 million on recreation _ 
entertainment. (Some questioned these figures on the 
grounds that the conference was “serious , with yoo 
spending their time attending sessions rather t seh 
contributing to the local economy, whereas others pointe 
to the captive nature of the event with delegates staying 
within the city rather than spreading out to the resorts. In 
any case, it all points to the fact that the conferences are 
big business besides their scientific content.) 


The conference was the biggest that the city of Vancouver 
had ever hosted with more than 15 000 delegates, including 
more than 1000 media representatives. The main 
convention centre can cope with 8000 delegates but once 
the city had been chosen it became evident that this 
capacity would be insufficient. As a consequence the 
meeting was spread over 3 sites, with delegates being 
bussed between them. The result was initially chaotic, with 
people dashing from site to site. The trade exhibition was 
effectively deserted half each day once delegates departed 
for the other venues. The pressure of people was too great 
for some rooms, with overflow capacity often inadequate. 
(Several delegates complained at having paid large sums 
of money to travel and register only to be denied access 
to key speakers.) The media centre was cramped and 
singularly short on PCs; clearly laptops rule in North 
America and it was assumed that everybody would be so 
equipped. On the positive side the programme, although 
dense and long, allowed some time for assimilation of data 
and perusal of posters. Time keeping by speakers was 
generally good. The message centre was hi-tech, with voice 
recording capabilities and computerized access. An army 
of volunteer helpers was on hand to guide lost delegates 
(even when they did not know the answers they at least 
smiled helpfully). The pharmaceutical company Merck 
Sharpe Dohme provided the abstracts on CD-ROM and, 
when they ran out, floppy disks (which need Microsoft 
Windows 3.0 and patience: each search takes 90 seconds 
or more). 


The budget for the event was Can $14 million but, unlike 
previous conferences, this one was self-financing in that it 
was not backed by any one institution or government; it 
was organized by the XI International Conference on AIDS 
Society, a not-for-profit, charitable body set up by four local 
Canadian researchers who played key roles in the 
Organization and execution of the meeting: Drs Michael L 
Rekart, Martin T Schechter, Michael! O’Shaughnessy and 
Julio S G Montaner. Funding was raised through corporate 
sponsorship, grants from foundations and donations from 
a variety of governments and institutions. Some 60% of 
revenues were expected to be generated from delegates 
fees. To counter the customary objections to the high costs 
for people from developing countries and to ensure at least 
some representation from the non-industrialised world, the 
Organizers made especial efforts to secure funding for 
them. Health Canada donated 1000 free registrations and 
the Canadian International Development Agency (CIDA) 
contributed $600 000. Other donors included the US Public 
Health Service, the Japanese AIDS Prevention Foundation, 
the European Commission, the Overseas Development 
Administration in the UK and the pharmaceutical industry. 
Dr Rekart expressed the organizers’ “profound 
disappointment’ that not one of the major international aid 
agencies (e.g. the UN agencies such as the World Bank) 


contributed anything to the Scholarship Programme; “for 
every seven foundations and international development 
agencies that we approached for funding we received 
approval from one”. The reason appears to be “donor 
fatigue”. Despite this set Back they raised some $2.5 million 
in contributions, special air fares and cheap 
accommodation from 29 agencies (including one publisher: 
Rapid Science Publishers who publish A/DS) and 
pharmaceutical companies. This allowed 1076 people 
living with HIV, front-line workers or people from the 
developing world to be awarded full or partial scholarships 
to attend (547 from the developed world and 529 from the ~ 
developing world); these included 218 from Africa, 135 
from Asia, 133 from Latin America and 17 from Oceania. 
Some 490 of the recipients identified themselves as 
infected with HIV. To help the selection of recipients of © 
scholarships to attend the meeting, the 3367 applicants 
were asked how they would apply what they learned. 


Conscious efforts were made in the preparation to learn 
from and improve on previous meetings. Besides the — 
commitment to the involvement of developing countries 
the organizers heavily involved the community, with all the 
conference’s advisory committees containing at least one 
community participant. Local groups such as the Pacific 
AIDS Resource Centre ran education programmes for 
several thousand local workers in airports, hotels, 
transport, the police and other services. Public Fora 
provided opportunities for the developments reported at 
the conference to be relayed to the general public. 
Committees (which with hindsight the organizers admitted 
may have been too numerous) were gender and 
geographically balanced. The traditional grouping of 
sessions into 4 tracks, basic science, clinical science, 
epidemiology and public health, and social science— 
research, policy and action, was retained, but within these 
tracks differing views of subjects were presented in 
formalized debate structure in the plenary sessions. The 
tracks were augmented with three “pathways” that reflected 
horizontal themes that cut across the four vertical tracks. 
These themes gave special emphasis to living with HIV, 
development and HIV, and women and HIV. The 
programme also included meet-the-expert sessions and 
distinguished-speaker sessions. Perhaps the most 
innovative addition was a series of practical skills-building 
conferences held in parallel. These covered a wide variety 
of subjects such as use of e-mail, coping with burnout, 
nutrition for people with HIV/AIDS, proposal writing, and 
HIV resource centre operations. Outside the main 
conference there were 63 satellite sessions. 


Some 5600 abstracts were accepted for the conference, 
about two thirds for display as posters. Besides the poster 
displays there were poster discussions, poster symposia, 
and roundtable sessions. A difference from previous 
meetings was that the abstracts were selected by a blinded 
review process. Authors’ names and affiliations were 
removed from the abstracts before they were submitted to 
an international panel of some 800 people for selection, 
resulting in what the programme coordinator, Dr 
O’Shaughnessy described as an “abstract-driven 
conference”. The main issues to emerge were, for 
treatment, the question of early introduction of therapy, 
cost and accessibility, for prevention the fact that there are 
success stories, and for the social sciences the nature of 
the obstacles to prevention and how to overcome them. 
(Despite this careful approach to content it is strange that 
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issues around children should have been so little touched 
on; although “adolescents/youth” was the fourth most 
frequently assigned keyword by abstract presenters. 
“paediatric” or“children” were not among the first 17 terms.) 
The panei were also asked to score the abstracts and the 
authors of the two highest scoring abstracts in each track 
submitted by researchers 35 years old or younger were 
awarded a grant of $2000 each towards their work. 


Whether itwas the sunshine (throughout the conference: 
locals said that we had enjoyed all their summér condensed 
into one week) and the setting or the biomedical 


developments of the past few months, the mood was rare. 


for the AIDS conferences: one of optimism, a change from 
what Peter Piot of UNAIDS described as the perception of 
a collective depression two years ago in Yokohama. “We 
know what works” in prevention, we were told, and 
examples were given of success stories. The word “cure” 
hovered in the air. Despite the best attempts of scientists 
and most reporters to emphasize the preliminary nature 
of the results of small trials of combination therapy, the 
message from the conference seems to have had more 
_ hope than perhaps was evident after any of the preceding 
10 conferences. Despite the justifiable caution it did seem 
right that some scientists quoted Churchill's wartime 
verdict: “it is not the beginning of the end but the end of 
the beginning’—at least in terms of the prospects for 
treatment and then for treatment of people in the 
industrialized world. Even the protests were more 
restrained (in sharp contrast to the Montreal meeting in 
1989 when the tension was electric as armed Mounties 
patrolled the podium that had been taken over by protesters 
while luminaries such as the President of Zambia waited 


helplessly behind stage), although it apparently took some _ 


persuading of the local police that demonstrations and 
protests were part of the event. The organizers were 
prepared for“zaps” of pharmaceutical company stands and 
had staff ready to help tidy and clean up after the protesters 
had left. 


Nevertheless, this wave of optimism about the advances 
in therapy obscured the fact that the epidemics of HIV and 
AIDS continue to surge on, although with surprising 
variations in pace which are hard to explain—for example 
the rate of spread of HIV in the Philippines, Zaire and 
Indonesia is lower than expected whereas that in South 
Africa, Botswana and Cambodia has been disturbingly 
rapid. Part of the reason lies in the inadequacy of 
behavioural and social data. The optimistic mood also 
tended to obscure the fact that even where the rates of 
prevalence are stabilizing they have reached very high 
levels. The main burden in the worst affected area so far, 
sub-Saharan Africa, is yet to come. Access to care Is still 
inequitable; as Josef Decosas, an international public 
health consultant emphasized in his plenary talk, “if the 
cure for AIDS was a clean glass of water, most people in 
the world would not have access to treatment”. The lessons 
of AIDS history have not been learnt. Preventive efforts 
are coming too late and even strategies that have long 
proved to be successful such as needie-exchange 
schemes are still far from universal—the USA still has 
conservative objections to their principle and legal 
impediments to their implementation. Progress towards 
effective vaccines is painfully slow. Discrimination and 
stigmatization remain. The challenges of poverty, power, 
gender issues, access to care, and marginalization are as 
daunting as ever. Children seemed to have disappeared 


from the agenda, apart from a plenary session on the 
impact of HIV on families and children. The speech by 
Katherine Nyirenda, an HIV-positive mother from Zambia 
reduced many participants to tears. Her thanks for the 
support for bringing her to Canada included the bitter (but 
true) comment that the cost of her ticket would feed her 
children unti! they became adults. 


The opening ceremony was rich in passion, emotion and 
culture. A surprised audience was greeted by a mature 
woman dressed elegantly in white. Doreen Millman from 
Vancouver drew thunderous applause with her opening 
remarks: “you’re wondering how someone like me, a 63- 
year-old grandmother, got infected. The answer is simple. 
... Itjust doesn’t matter.” There were welcomes and prayers 
from indigenous peoples and presentations of the global 
and human impacts of HIV. The appearance of Canada’s 
Health Minister David Dingwall was the cue for protests; 
some delegates turned their backs and covered their ears, 
others blew whistles and shouted, all protesting at the 
absence of the Prime Minister and the government's failure 
to renew its AIDS strategy. Eric Sawyer of ACT-UP and 
living with HIV/AIDS maintained the level of passion with 
high rhetorical sound bites, particularly denunciations of 
government and condemnation of “AIDS profiteers”. He 
called on pharmaceutical companies to lower the prices 
of drugs and to introduce a two-tier pricing system, one 
that would allow reasonable profits in the developed world . 
and another that would make medication available at cost 
in the poorest countries of the world. Positively, he called 
for a partnership between people with HIV/AIDS, drug 
companies, the broader business community and 
governments to make treatment and prophylaxis available 
for tuberculosis, Pneumocystis carinii pneumonia, and 
diarrhoeal diseases—the major causes of mortality in 
AIDS. Drugs for these conditions are cheap. He concluded 
with a call for global access to health care. This echoed 
the theme of Dr Peter Piot, Executive Director of the joint 
UNAIDS programme, who said simply that “it is 
unacceptable that people living with AIDS should have to 
live without the essential drugs they need”. He insisted 
that the global AIDS research agenda needed to be turned 
upside down. “Ignoring the research needs of 90% of the 
epidemic is not just unethical. It is irrational.” He closed by 


. quoting the French revolutionary Danton: “// nous faut de 


l'audace, encore de |’audace, toujours l’audace “ (audacity, 
more audacity, always audacity). 


rl 


Basic Science 


Overview 


Deborah L Birx of the Walter Reed Army Institute of 
Research in the USA gave the first of four summary reports 
of each track late on the closing day of the conference. 
The chair of this rapporteur session introduced it by saying 
that the need was now to translate the potential energy of 
all that we had heard and learnt into kinetic energy, in other 
words to translate the scientific and clinical knowledge into 
practical applications in the community. Birx identified five 
key areas of development in basic science: new tools and 
techniques (in virology, immunology and diagnosis), 


AIDS Newsletter 1996, 11(9) 


_———— ele 


pathogenesis, therapy, vaccine research and nee 
epidemiology (international genotyping, OF the internationa 


distribution of genotypes). 


New tools and techniques 


Scott Hammer of Harvard Medical School had opened the 
conference with a plenary (Mo 01) outlining the advances 
in the monitoring of viral load and antiretroviral therapy. 
The development of assays to measure the amount of viral 
RNA in plasma (viral load) has provided tools for the 
improvement of our understanding of pathogenesis (such 
as the compartmentalization of HIV), the monitoring of new 
treatments and the determination of the risk of disease 
progression. Julio Montaner of the Canadian HIV Trials 
network told a satellite symposium that viral load had 
replaced CD4* cell count as a predictive marker of clinical 
outcome: CD4* cell counts measure damage already done 
whereas viral load predicts damage to come. 


The ability to obtain full-length HIV DNA from primary 
virus cultures has been critical to the determination of 
genomic sequences and so the determination of the 
genetic relationships between the various subtypes of HIV- 
1 and the common features of recombinant forms of HIV 
(reviewed by Francine: McCutchan et a/ Mo 02). Whereas 
subtypes A-D are largely distinguishable in their genes, 
subtypes E and G are recombinant. In the absence of full 
genome sequences of subtypes F, H, | and J it remains 
possible that they too are recombinants. Recombinant 
forms of HIV have been found worldwide (see below). 


Advances in immunology include the recognition of the 
role of chemokines and their receptors [cf items 359 and 
531] and the role of CD8* cell suppressor factors (CAF). 
Dr Robert Gallo, now of the Medical Biotechnology Center 
of the University of Maryland, Baltimore, described the 
cystine—cystine chemokines which specifically inhibit HIV. 
They have been detected at high concentration in people 
who have been frequently exposed to HIV but remain 
uninfected. They appear to act by directly blocking entry 
of HIV into CD4* cells via the V3 loop of the viral envelope 
glycoprotein. The cell receptor binds to the chemokine as 
well as to the virus's V3 loop; binding of the chemokine 
thus blocks the receptor and prevents the virus from binding 
and entering the cell. He suggested that the presence of 
these chemokines may explain the long-term non- 
progression of HIV infection seen in some people as well 
as the apparent resistance to infection by HIV seen in 
others. This understanding of the second receptor for HIV 
and of these suppressor factors may lead to potential new 
therapies. But in this regard Gallo stressed that we have a 
moral obligation not only to make HIV disease manageable 
but also to make it affordable. 


Jay Levy’s group in San Francisco showed that CD8* 
cells from lymphoid tissue of HIV-infected people suppress 
HIV replication, consistent with the antiviral activity of such 
cells from peripheral blood mononuclear cells (D. J 
Blackbourn et a/ ThA 102). CD8* cells expressing CD28 
appear to be primarily involved in the suppression of HIV 
replication and the engagement of the CD28 molecule on 
CD8* cells may enhance this antiviral response (E Barker 
et al (ThA 101) while work at the National Institutes of 
Health indicates that the modulation of HIV replication in 
CD4° cells is controlled by a multifactorial process with 
many inhibitory and enhancing factors (D Weissman et a/ 


ThA100). The loss of ability of CD8* cells to contain HIV 

appears to be related to the loss of CD28 molecules (D 

Lewis et al TuUA 381). Other American work showed that 

stimulation of the CD28 receptor lead to polyclonal 

activation of CD4* cells and rendered CD4* cells from 

uninfected donors resistant to HIV-1 infection (B L Levine 

et alWeA 405). Expansion of CD3/CD28 expression may 

be linked with immune restoration (see e.g. M Carlesimo 

et al, WeA 3074), J B Margolick et a/ WeA 404). The non- 

cytolytic activity of CD8* cells involves the secreted cell 

antiviral factor (CAF) and this appears to act, at least in 

part, by interrupting HIV transcription through genetic 
elements within the long terminal repeat of the viral genome - 
(A Sato et a/, ThA 105). 


Other technological developments include the creation 
of a chimeric virus derived from SIV and HIV-1 that infects — 
rhesus monkeys and causes AIDS (C Cheng-Mayer et a/ 
WeA 401), opening the way to an animal model for HIV/ 
AIDS. Researchers have developed new, simpler and faster 
methods for counting CD4* cells, making the technology. 
available to developing countries. Retroviral vectors are 
now being used to carry genetic payloads and infection of © 
stem cells will allow new gene therapies. Some of these 
advances will have not only direct application in the 
treatment of HIV disease but also benefit in other diseases 
and for medical and immunological research generally. 


In terms of diagnosis the use of dried blood spots and 
the development of new enzyme-linked immunosorbent 
assays are leading to new testing algorithms that will 
reduce costs and be used internationally with no loss of 
accuracy. Home testing kits with telephone counselling 
were reported to be a safe and effective alternative to 
conventional testing and face-to-face counselling (A P 
Frank et ai MoB 1183). New polymerase chain reaction 
assays for HIV DNA, not only from subtype B, are being 
developed (see e.g. T Gleeson et al MoA 160 and C D 
Christopherson et a/ MoA 161). 


We still need very cost effective measurements of viral 
burden, for all subtypes of HIV, not just subtype B. Further 
we need to be able to quantify the cell-mediated response 
to HIV-1, again for all subtypes. We need a better 
understanding of the relationship between helper T cells, 
cytotoxic T cells and suppressor factors in the immune 
contro! system. And the recent data on chemokine 
receptors reveals our ignorance of their normal 
immunological function. Such knowledge about the 
chemokine receptors, in particular CKR5 and fusin, will 
be important for our understanding of pathogenesis and 
treatment, for we cannot consider interfering with their 
function if we do not know what that is. 


Pathogenesis 


In a debate on pathogenesis between David Ho and 
Giuseppe Pantaleo, Ho argued that viral factors are the 
primary determinants, with viral load being the direct 
predictor of disease progression. While host factors play a 
role the virus is the overriding engine that drives 
pathogenesis. Pantaleo argued that host factors influence 
bacterial and viral infections by modulating the immune 
response, in other words that it depends on the individual's 
genetic make-up. Pantaleo observed remarkable 
differences in an individual's disease course depending 
on the type of immune response during primary infection. 
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The degree of viraemia during primary infection was not 
indicative of pathogenesis; only later in infection did it 
become so. Qualitative differences in immune response 
rather than viraemia during the first few months of infection 
determine the clinical outcome of disease. 


The chemokine receptors CKR5 and fusin have been 
associated with different viral phenotypes, CKR5 with the 
non-syncytium-inducing strains (NS!) of HIV-1 and fusin 
with the syncytium-inducing (SI) strainst These two 
phenotypes have been shown to have different abilities to 
infect cells. B M Polliotti et a/ (TuA 145) found that 
macrophage-tropic NSI strains of HIV-1 were able to 
infected human placental tissue while a lymphocytotropic 
S! strain could not. A French group (V Schneider et a/TuA 
2061) reported that amino acids 306 and 320 in the gp120 
envelope glycoprotein constituted critical determinants for 
the syncytium-inducing phenotype. A Japanese study ((I 
Sestuko et a/ TuB 2238) found that SI variants emerged 
soon before the CD4* cell count began to decline; S! strains 
may be exposed to strong immune pressure before CD4* 
cell decline. The dominant clone of the NSI strain persisted 
longer suggesting that the NSI genotype is the escape 
mutant throughout the clinical course. The transition from 
NS! to SI phenotype has implications for the ecological 
niches of the virus. 


Viruses isolated from two patients with AIDS dementia 
showed different properties. K Brengel-Pesce et a/ (WeB 
3283) found that all subtype B viruses isolated from the 
cerebrospinal fluid had a NSI phenotype whereas the 
subtype D virus had an SI phenotype. The authors suggest 
that the pathogenesis of subtype D infection may differ 
from that caused by subtype B. 


Several presentations demonstrated the enhancement 
of the infectivity of HIV-1 by normal components of human 
plasma. This topic needs further research in order to 
identify whether components of plasma enhance viral 
infectivity generally. 


Since the Yokohama meeting in 1994 much more has 
been learnt about viral dynamics, reviewed here by John 
Coffin (Th 18). Research indicates that more than 10° 
new viruses are produced in an infected person each day, 
with infected cells having a half-life of about 1.6 days 
indicating something like 180 new generations a year, 
and thus considerable chances for the evolution of 
mutations. The large pool of viral mutants and variants 
will enhance the viral flux and fitness. We have also 
advanced our understanding of the variety of cell types 
that HIV can infect, such as megakaryocytes (affecting 
their ability to differentiate) and mesangial cells. This latter 
phenomenon may explain some of the renal dysfunction 
seen in HIV-infected patients. Both specific and non- 
specific mechanisms for pathogenesis are being 
‘advanced, involving viral load, CD4 and CD8 and other 
immunological functions and the impact of therapeutic 
regimens on the balances between them. Further 
understanding of the complex mechanisms could lead to 
new potential therapies. 


While the enthusiasm for potential biological and 
immunological therapies directed at viral entry through a 
second receptor and suppressor factors is understandable, 
there is obvious concern about the effect of antiretroviral 
therapies on the immune function. For example, will new 
drugs exacerbate the suppression of a damaged immune 


system? 


Research has now clearly shown that HIV directly 
suppresses the immune system. Many of the viral proteins 
themselves are immunosuppressive, including gp120, 
gp160 and p24. In acute infection CD4’ cells are little help. 
Even non-infectious defective HIV particles are 
immunosuppressive and potentially cytotoxic. Patients who 
have early clonal depletions of cytotoxic T lymphocytes 
rather than a vigorous broad immune response fare badly, 
with specific loss of CD4* cell memory and diminished 
repertoire. In addition there is enhanced CD4* deppletion 
trhough activation and apoptosis. Thus HIV acts specifically 
and unspecifically and these immunopathogenetic 
mechanisms enhance the development of opportunistic 
infections as well as hinder the immune defences against 
HIV. Although these effects may appear daunting, they 
illustrate the extent of the advnace in our understanding. 


Treatment and the preclinical development 
of drugs and immunotherapies 


Reviewing developments in therapy in Track A Birx 
referred to the confirmation of survival benefit of treatment 
given to patients with CD4* cell counts of 200—500/ul, 
the dramatic reduction in maternal transmission when 
zidovudine is given in pregnancy and during birth, the 
value of treatment during the seroconverting window 
period and the value of combination therapy. M A 
Wainberg et a/ (MoA 380) reported that lamivudine (3TC) 
may increase the fidelity of HIV reverse transcriptase and 
recommended the inclusion of the drug in combination 
therapies for that reason. New classes of protease 
inhibitors were reported and this should soon lead to 
increased availability of such therapies. These 
compounds included dihydropyrones (H | Skulnick et ai, 
MoA 1081, R A Chrusciel et a/ MoA 1085, T J Kakuk ef 
al, MoA 1086, F J Schwende et a/, MoA 1087, S 
Thaisrivongs et al TuA 261, S M Poppe et a/ ThA 153) 
and non-peptidic cyclic sulphones (C U Kim ef al MoA 
1075). Other inhibitors are being discovered and 
investigated, for example integrase inhibitors (equisetin; 
D Hazuda et al MoA 1020), inhibitors of Tat and Rev 
(aminoglycoside analogues; W Brown et a/ MoA 1052) 
and inhibitors of fusion (a 36-mer synthetic peptide 
analogous to part of the go41 membrane; P L Black et al 
TuA 263). Resistance is clearly a major issue for new as 
well as established classes of drugs. 


New delivery systems hold promise. P Harvie et al (ThA 
155) reported that liposomes greatly improved the delivery 
of antiviral agents into the lymphoid tissues of rats. 
Polyhexylcyanoacrylate nanoparticles were also reported 
to improve the cellular uptake of antiviral compounds (A 
Bender et al MoA 1056). 3 


Several approaches to gene therapy are reported. The 
antitat gene protected bothT cells and stem cells and was 
active against SIV, leading J Lisziewicz et a/ (MoA 1046) 
to suggest that the SIV-monkey model could be useful for 
evaluation of gene therapy. Ribozymes were shown to 
increase viral killing in the macaque model. A Japanese 
group suggested the use of HIV vectors for gene therapy 
(M Matsukura ef a/ MoA 1043) while an Italian group 
reported that a non-producing HIV strain blocked the HIV 
life cycle in both acutely and chronically infected cells (M 
Federico et a/ MoA 1042); both these approaches may be 
difficult to “sell” to the public. 
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Besides the pharmacological approach to treatment 
there are biological and immunological appROR TEAS: 
Improved understanding of chemokine receptors ae 
lead to the development of their inhibitors and eee 
with cellular activation factors. Immunological efforts wil 
include the ex vivo expansion of both T cells and effector 
CD8 cells and the expansion of CD3/CD28. 


Birx commented that in terms of combination antiviral 
therapy the approach towards the optimum combinations 
is following the oncology model, with national and 
international teams co-operating in large trials. Maximum 
antiviral effect may come from the combination of chemical, 
biological and immunological treatments 


Results of attempts to restore immune function were 
reported. Clinical trials of CD3/CD28 expansion are due 
soon while other attempts focus on interleukin-2 and 
interleukin-15, which is a better candidate for bolstering 
immune responses and CD4* cell counts (P R Skolnik et 


al MoA 141). 


Treatments that modify the immune response or 
enhance the body’s immune system (immunotherapy) are 
not well developed because knowledge on the immune 
responses to HIV is still limited. Bob Gallo, Anthony Fauci 
and Jay Levy discussed the role of certain cell factors, 
known as chemokine associated factors or CD8*-cell 
antiviral factors (CAF) (see also p 24 above). These 
factors, like “RANTES” or “MIP”, gained wide attention 
when first described last year and were thought to inhibit 


HIV replication in the body; an Italian-American team. 


suggests that they act through a step other than the 
initiation of transcription (A Garzino-Demo et a/TuA 394). 
Results from further experiments now indicate that these 
factors alone are not sufficiently effective to inhibit HIV 
(A Rubbert et a/ TuA391). Other factors like CD28 may 
have a co-stimulatory antiviral effect (D C St Louis et a/ 
TuA 271). 


Immunotherapeutical research has not yet led to a 
feasible approach in clinical practice. Even long known 
substances such as Imreg 1 and 2 which may enhance 
cell-mediated immunity (A A Gottlieb et a/TuA 270) are far 
from being a breakthrough in immunotherapy. 


Vaccines 


Progress has been painfully slow on the vaccine front. We 
are still trying to understand and define the correlates of 
cellular protection and the role of cytotoxic lymphocytes is 
still controversial. Jonathan Heeney and colleagues in 
Europe (MoA 404) reported that neither a Th type 1 versus 
Th type 2 response nor absence of cytotoxic T lymphocyte 
responses correlated with success or failure of a vaccine 
Candidate to elicit protective immunity in non-human 
primates. Conversely induction of cytotoxic T cells with a 
non-pathogenic strain of HIV-2 was associated with 
protection and lack of transmission. Jay Levy has shown 
again that CD8* cells are critical and it seems probable 
that CD8* cells mediate both specific lysis and non-lytic 
suppression. 


Interest in humoral immunity, specifically neutralization, 
has been rekindled. Animal studies have shown protection 
associated with neutralization of homologous virus and 
many groups are mapping antibodies to identify the 
conformational requirements of both antibodies and the 


V1 andV2 loops. $ Zoller-Pazner et al (MoA 406) reported 
that candidate vaccines did neutralize most primary clade 
B virus strains and developed a new resting cell assay. 
This assay should allow closer scrutiny of the efficacy of 
vaccine candidates and a better understanding of humoral 
immunity. Mapping of the HIV envelope region in the area 
of the second receptor may help identify a consensus 
epitope that will generate protective antibodies to all 
classes of HIV-1. 


Two initiatives were announced at the conference. The 
first was the International AIDS Vaccine Initiative [IAV!, see 
issue 4, pp1-3 for details]. Seth Berkley of the Rockefeller 
Foundation described the current level of support for vaccine 
development at the National Institutes of Health (NIH) in 
the USA, 8% of its AIDS budget, “scandalous”. IAVI has 
raised $5 million for its first year but is aiming to raise $50 
million over the next three years. The other initiative was a 
restructured, redirected research programme on vaccines 
by the Office of AIDS Research at the NIH. Dr William Paul, 
the OAR’s director, promised to implement fully the 
recommendations of the recent comprehensive review of 
the NIH’s AIDS research programme. These revolved around ~ 
a larger, fully integrated vaccine research programme 
directed by a leading non-government scientist. 


Therapeutic vaccines 


Therapeutic vaccines are closely related to immunotherapy: 

by challenging the immune system with a certain substance, 

a favourable reaction against HIV is expected to be triggered. 

A substance under study for more than five years has been 

rgp160, a genetically engineering envelope glycoprotein from — 
HIV. Several drug companies, including the Austria-based 
Immuno and America’s MicroGeneSys, have sponsored trials. 

Results of MicroGeneSys’ rgp160 (C M Tsoukas et a/ TuA 
274, D Birx et a/ TuA 275) indicate that the use of rgp160 in 

HIV-infected persons is safe. Disease progression was no 

faster in these trial participants, and adverse effects are mostly 

limited to the injection site. On the other hand, there was no 

convincing effect observed after several months of treatment 

with repeated injections of rgp160. For example, the number 

of CD4* cells did not increase (there was even a decline similar 

to the unvaccinated control group) and it was felt by many 
conference delegates that the Vancouver presentations 

marked the end of rgp160 research. 


The end might also have come for anti-CD4 idiotype 
vaccination which was tested in a clinical phase-ll trial since 
no convincing data for the efficacy of 1OT4a could be 
presented (G C Sutor et a/WeB 294). 


Preventive vaccines 


Since HIV was first described, researchers have been 
working to develop a preventive vaccine. It is widely felt 
that a preventive vaccine, once available, will make a major 
contribution to the fight against HIV/AIDS. A vaccine has 
“highest priority” (J Y Killen et a/ ThA 283) and is “urgently 
needed”, UNAIDS representative Saladin Osmanov said 
(cf WeC 463). 


New results on different approaches of vaccine research 
were presented. A directly injected plasmid (a DNA 
molecule) is a candidate for a new type of vaccine against 
HIV. For example, J D Boyer ef a/ demonstrated that an 
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envelope DNA-based vaccine induced protection against 
HIV-1 infection in chimpanzees. Japanese groups ier 
Fukushima et al MoA 150) induced neutralizing antibodies 
in Japanese macaques by injecting genetic material (the 
expression plasmids for Gag, Env and Rev proteins), and 
reported that the combination of DNA vaccines with 
peptides could induce high levels of immunity (K Hamajima 
et al MoA 151). Ina first human trial (R R MacGregor et a/ 
WeB 293), 13 asymptomatic HIV-infected persons were 
injected with an HIV DNA plasmid vaccin®; no local or 
systemic side effects were observed, but itis still too early 
for an evaluation of the efficacy of this new approach. 


Virus-like particles (VLP) provide another new approach 
to vaccine development in particular because a non- 
replicating system is used. G Gaetano et a/ (TuA 2064), F 
L Yao et al (TuA 2098) and Y Shao et a/ (PubA 1024) 
reported on the development of non-infectious HIV-1 
particles which are currently undergoing laboratory testing. 


Subunit vaccines, consisting of envelope glycoprotein 
(gp120), appear to be safe (D P Francis et a/ MoA 283), but 
itis unclear whether rgp120 may prevent HIV-1 infections in 
humans (P W Berman et a/ MoA 285). Ten of 507 adults 
participating in phase | and I! vaccine trials of MN-rgp120 
have become infected with HIV-1. In the meantime, phase 
I! clinical trials with this substance are under preparation in 
Thailand (S Migasena et a/ WeC 460). Even if MN-rgp120 
seems to be highly immunogenic and induced neutralizing 
antibodies, its protective potential remains to be defined. 


Another gp120-based product has been tested in phase | 
and I trials in Thailand and will now possibly enter larger 
clinical trials (A M Duliége et a/WeB 3376). Chiron’s Biocine 
product has been under development since 1984 and was 
the first recombinant vaccine for a viral disease. Ms Duliége 
called it a“misconception by the public” that a vaccine has to 
be very effective to be worthwhile the research—thus opening 
the door for the further investigation of a vaccine which might 
have an efficacy of only 50% or 60%. The same argument 
applies to the use of current cholera vaccines. A phase Il trial 
might “in the best circumstances” start in 1998, “if it ever 
starts”. Biocine Corporation and Genentech are also 

developing a rgp120 vaccine (M J McElrath et a/ MoA 284). 


Vaccine research appears likely to enter a new phase of 
clinical trials in the near future. So-called empiricists who prefer 
the trial-and-error method seem to determine the field. The 
National Institute of Allergy and Infectious Diseases in the 
USA has implemented a strategic plan in which empiric 
development of vaccines plays a major role and is listed first 
(JY Killen et al ThA 283). Basic researchers and theorists 
- who look for a perfect model before entering a new phase of 
clinical research that would involve large numbers of human 
volunteers were hardly heard at Vancouver. Oral presentations 
and extensive documentation of these sessions in the official 
conference newsletter suggested that time has come to move 
on. This move will be supported by the International AIDS 
Vaccine Initiative (IAVI). Apart from the fact that vaccine 
research is rather slow, no critical comment on vaccine 
development could be detected in the |AVI's press folder or 
in Margaret Johnston's presentation (ThA 280). 


From a pharmaceutical company’s perspective, vaccine 
research requires partnership, collaboration, and commitment 
to a mutually agreed development plan, said Ann-Marie 
Duliége. Pharmaceutical companies need a clear indication 
of what is wanted before they can be expected to 
commit themselves to what is likely to be extremely costly 


research in a very complicated field. Since 1992, the World 
Health Organization and now UNAIDS have been working 
with national authorities and scientists of Brazil, Thailand, 
and Uganda to develop and implement comprehensive plans 
for HIV vaccine research, development and evaluation, and 
to strengthen field sites for vaccine trials. At Vancouver, 
speakers from several developing countries confined 
themselves to further vaccine research (e.g., K E Mbidde, 
Uganda ThA 285, who said that developing countries “should 
do all they can to remove barriers likely to deter’ research 
efforts). 


Several studies investigated the willingness of community 
groups such as gay men or drug users to volunteer in 
preventive-vaccine trials. This willingness seems to be high 
in Brazil (81% of participants, R F Lago et a/ PubC 1119; 
50.7%, J J Fonseca et al WeD 3748), but also high among 
injecting drug users in the USA (78%; P Gainst et al MoC 
1590) and gay men (37% “definitely”, 57% “probably” willing 
to participate; S Buchbinder et a/ MoC 1592). Fears about 
participating in a vaccine trial were discussed in a French 
study (A Giami et ai MoC 1587)—fears of being treated as a 
guineapig as well as the fear of being infected by the vaccine. 


Remarks on social, ethical, and behavioural issues in 
vaccine research were limited to one poster (A R Sheon 
MoC 1591). The Community Vaccine Network, initiated and 
organized by Brazilian AIDS organizations such as Grupo 
Pela and ABIA in association with the Brazilian Health 
Ministry, and joined by the French association Arcat-Sida, 
issued a document which stated some general principles 
concerning vaccine research. Unfortunately, this document 
remains unclear on major issues, such as community 
participation in study design. As in other clinical trials, 
community members should be allowed to contribute to 
the study design before it begins. A community advisory 
board should be installed, and members of the community 
should be on the data and safety monitoring board which 
is usually the decision-making committee. But, alas, as 
long as the community does not ask for such involvement, 
AIDS vaccine research will continue to be dominated by 
large pharmaceutical companies and some scientific 
institutes such as the Walter Reed Institute of the US army. 


Many questions concerning vaccines remain yet to be 
solved. How effective will future vaccines be? Will they have 
a negative impact on prevention efforts in developing countries 
where they will be tested? How expensive will vaccines be, 
provided that they will ever be licensed for marketing? Will 
developing countries have access to these vaccines? 


Saladin Osmanov of UNAIDS and representatives from 
drug companies avoided answering questions about 
availability of a vaccine in the country where it has been 
tested. A Greenberg (ThA 260) addressed this question, 
saying that vaccines that are tested in developing countries 
should be made available to the citizens of those nations 
should they be shown to be safe and effective. There was 
no agreed model on how the “World Vaccine” (UNAIDS 
terminology) will be distributed. For the time being, vaccine 
research leaves us with more questions than answers. 


International genotypes of HIV-1 


Studies on the genetic subtypes of HIV-1 and their distribution 
indicate that they have spread globally and that recombination 
is a good deal more common than hitherto supposed, and 
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is to the “one world” part of the conference theme. 
ny oteecna (K Liitsola et a/TuA 2058) reported finding 6 
different subtypes (A, B—most commonly, C, D, F—rarest, 
and G) in Finland, the Baltic countries and Russia. Subtype 
F is spreading in Brazil (M G Morgado ef alTuA 103), mixing 
with subtype B already there, while E continues to spread in 
Thailand and south-east Asia (P Auewarakul ef al TuA 104). 
in South Africa the initial subtype B/homosexual epidemic 
has been overtaken by a heterosexual subtype C epidemic 
(C Williamson et al TuA 101); similarly in Israel the local 
population was predominantly infected with subtype B 
whereas the Ethiopian immigrants carried subtype C (U 
Dietrich et a/TuA 105). In Germany a third of [a small number 
of tested] strains have been found to be other than B while 
the figure in NewYork is 15%. Subtype O has been discovered 
now in seven African countries plus France and Spain. Dual 
infections with group M and group O viruses have been 
detected. Overall, the picture reveals non-B viruses spreading 
into areas where previously subtype B dominated. In North 
America the viral pattern now emerging is a mixture of types 
B, D and E. This change in molecular epidemiology has clear 
implications for vaccine development (which so far has mostly 
concentrated on subtype B virus). Subtypes appear to have 
different properties, for example types E and C multiply 
differently in different cells and E infects Langerhans cells 
rather than peripheral blood mononuclear cells. There has 
been some speculation that HIV subtype E has the potential 
for rapid spread by heterosexual transmission by virtue of 
the fact that Langerhans cells, which are presentin the vaginal 
mucosa, have been shown in the laboratory to be easily 
infectable by this subtype. However, the introduction of non- 
B subtypes is not very recent. Such subtypes have been 
circulating for over 10 years in Belgium, which has long- 
standing ties with central Africa, yet there is no evidence of a 
fast heterosexual spread of HIV in that country. Care should 
therefore be exercised in using laboratory data to predict 
epidemiological patterns. 


Recombination will increase the viral diversity and 
consequently the fitness of HIV-1 to infect and survive. Many 
reports described recombination in HIV-1. E and G are not 
strictly subtypes but recombinants with subtype A. There are 
specific breakpoints within the HIV-1 genome that enhance 
the formation of A/C, A/D, A/E, A/G and B/F mutants. 
Chimpanzees have been successfully superinfected with 
different strains (B and E) followed by recombination. Similar 
recombinations have been reported in humans. More 
research is needed to determine whether specific viral variants 
will flourish and amplify within different social networks of 
HIV transmission. This represents a major concern with 
possible dangers of increased transmission potential, 
increased virulence and increased adaptation as well as the 
implications for vaccine development. 


Clinical Sciences 


Among the 163 oral presentations and 1194 posters in this 
track, three related topics emerged as the dominant themes, 
with overlap over the previous track: viral load, protease 
inhibitors and antiretroviral combination therapy. Kevin De 
Cock of the London School of Hygiene and Tropical Medicine 
elegantly reviewed developments in his rapporteur session. 


» 
Whatever drugs are used to treat HIV infection they are 
unlikely to be of benefit without the means to measure 
their efficacy accurately. Considerable advances have been 
made in the monitoring of the level of virus in blood 
(viraemia), which was reflected in a session on viral load 
(B1, 336). Viral load is directly proportional to the number 
of T cells and the number of virions and people with low 
viral load have a better prognosis than those with a high 
load. Initial viral load could be determined, according to 
David Ho, by the size of the initial inoculum of HIV and the 
phenotype of the virus (long-term non-progressors have 
attenuated virus, e.g. with deletion of the nef gene) while 
host factors such as age at infection and lack of some 
receptors for HIV obviously also have a role. The 
combination of viral RNA measurements and CD4° cell 
counts is a very powerful prognostic tool and a regression 
tree with these parameters can be used to predict survival 
on an individual patient basis. This development holds the 
possibility not only of predicting survival but of fine-tuning 
antiviral therapy according to treatment response for 
greater efficacy. : 


Techniques to quantify plasma viral RNA include reverse | 
transcriptase PCR, branched DNA assays and nucleic acid | 
sequence-based amplification (NASBA). NASBA may 
show higher levels of HIV-1 RNA as well as a greater 
treatment effect, but sensitivity appears to be reduced in > 
infections with subtypes other than B. The possibility of 
quantifying plasma RNA has led to the examination of viral 
load as a prognostic marker, as an outcome for evaluating 
antiretroviral drugs, and for tailoring therapy in individual 
patients (as Hammer outlined in his plenary, Mo 01). 


Dr Ashley Haase of the University of Minnesota 
described a new visual assay for HIV RNA that detects 
and quantifies the virus in different tissues and cells, 
including follicular dendritic cells (which act as a non- 
productive reservoir for latent HIV) and productively 
infected mononuclear cells. The follicular dendritic cells 
were found to contain some 45 times more viral RNA than 
the mononuclear cells. The follicular dendritic cell pool is 
smaller in primary HIV infection than in later stages of HIV 
infection, and from these findings he argued the case for 
the early introduction of treatment. 


John Mellors presented data on more than 1600 patients 
in the Multicenter AIDS Cohort Study (MACS) in the USA 
(WeB 410), which showed that viral load was a prognostic 
marker for the development of AIDS and for survival, 
independent of CD4* cell count. Measurement of plasma 
HIV RNA load was a better prognostic marker than CD4* 
cell counts, neopterin, thrush or fever. Compatible data 
were presented from Switzerland. Stratified by CD4 counts, 
survival was shortest in those patients with the highest 
levels of plasma HIV RNA. De Cock commented that such 
results underline the wisdom and vision of collecting large 
cohorts and sample groups for study. 


Combination therapy 


Speaking on combination therapy and noting the extensive 
list of drugs now available for treatment of HIV Professor 
Paul Volberding of San Francisco General Hospital agreed 
that “optimism is clearly the word of the day”. From the 
data on the use of the combination of two nuceloside 
analogues and a protease inhibitor (he particularly referred 
to zidovudine plus lamivudine and indinavir) he Pe | 


= 


Wellcome and Levi Strauss Inc but also Philip Morris 
Companies Inc, Molson Breweries and other drinks 
companies. Not everybody in business is convinced that 
AIDS concerns their organizations, although by now the 
importance of HIV/AIDS for the business sector in the 
developing world seems obvious. [For the main conference 
there were 22 corporate supporters, a fact that indicates 
that many do indeed remain to be convinced, especially 
given the large number of multinationals with interests in 
countries where prevalence rates are high.-Eds] The 
meeting addressed issues such as does HIV/AIDS need 
special attention? For developing countries the main impact 
has yet to come and so the answer will be affirmative but 
for the developed world the answer may be that it needs to 
be considered as one of a number of chronic diseases. 
The consensus regarding screening of employees is that 
itis not desirable. The response of a business to HIV/AIDS 
will depend on its size, and attention needs to be paid to 
the position of small firms on which the impact of HIV/ 
AIDS illness and death will be disproportionate. Downsizing 
will also have to be considered in areas of high prevalence. 


The question of the role of business in society was 
discussed, with the view being expressed that they need 
to do more than simply make a profit; they contribute to 
civil society and have responsibilities. This was neatly 
summed up in two quotes: “dead customers don't buy” 
and “we are all part of the community we live in and we all 
have a role to play”. Generally companies are not 
responding, at least not in the way of giving HIV/AIDS 
issues priority in the company generally. That only happens 
when the senior management become aware and get 
involved. No magic solutions to improve this were 
- forthcoming. Part of the reason is that there is the 
perception among management and policy makers that 
the gloomy scenarios of the 1980s have not been fulfilled; 
the continuing spread of the epidemic does not directly 
affect them or their business and the impact on 
marginalized communities appears to make it less relevant 
to the employment sector. [Short-term considerations also 


will play a role; few companies have units that project . 


developments and social contexts over the next 25 years.] 
Governments still need to formulate a regulator framework 
in which business will work. 


The meeting ended with a discussion of next steps and 
a declaration in the form of a mission statement for the 
global business response to AIDS: “to mobilize the 
resources of business locally, nationally and internationally 
in response to AIDS ina mutually beneficial effort to meet 
the needs of people affected by HIV and AIDS and society 
as a whole”. Business needs to be involved because of: 
the economic imperative, workplace efficiency, the 
opportunity for effective prevention, corporate reputation, 
and marketing potential. 


ee ee 


| imi t foundation. 
The hype and optimism were not withou 
ie advances have been made since Yokohama two 
years ago in the basic and clinical sciences. New tools 
and techniques have been discovered and introduced. 
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Assays can now detect and quantitate HIV RNA and viral 
load has replaced CD4’ cell counts as a predictive marker. 
We understand more about viral dynamics and basic 
immunology although much remains to be discovered and 
elucidated. A new receptor and the identification of 
chemokines offer potential new approaches to therapy. 
Importantly, these advances will have implications beyond 
the confines of HIV; the benefits to science and medicine 
have not been measured but are real and should help 
answer some of the critics who point to the large sums 
being spent on AIDS research compared with that on other 
chronic conditions. 


The ability to examine full-length genomes of HIV has 
benefitted clinicians, pharmacologists and epidemiologists. 
Research using this tool has shown the global 
dissemination and miscegenation of different subytpes of 
HIV. Resistance of HIV can be better tracked and the 
progress of clinical trials can be better monitored. 


Progress in vaccine research has been slow and 
leapfrogged by the developments in chemotherapy, where 
combination therapy, in particular with two nuclesoide 
analogues and a protease inihibitor, is the standard of care. 
The cost implications have yet to be quantified fully and 
the extra costs will cause many ethical dilemmas as policy 
makers have to find ways of dividing limited funds for health 
care to public satisfaction. For developing countries the 
extreme limitation of funds for (and access to) health care 
must make most of the results presented seem like science 
fiction. 


The story of long-term non-progressors has receded from 
attention. Some see the extended period of resistance to 
HIV disease progression as the end of a statistical 
spectrum while others point to the immunological role of 
chemokines as possibly containing or preventing infection. 
The encouraging news that some people do not get 
infected or progress to AIDS does not seem to offer more 
than hope and encouragement to a few. 


Research into prevention through vaginal microbicides 
is gathering pace but there is still a long way to go. At 


least, also, it is recognized that the spread of HIV will not 


be halted by any simple technological fix. We need long- 
term efforts to bolster behavioural change and, in the 
current jargon, to increase empowerment at individual 
and community level, but with the caution that Western 
models and choices are not inappropriately forced into 
unreceptive contexts. There is an urgent need for good 
behavioural research into risk taking, sexual networks, 
reasons for behavioural change and ways of sustaining 
change, and patterns and determinants of preventive 
methods such as use of vaginal products. We need a 
better understanding of the impact of HIV/AIDS and its 
related conditions, better measures of development and 
socioeconomic impact, of individual and community 
coping strategies. indeed we have been provoked to 
address the thorny questions of development—for whom, 
by whom, what are the long-term consequences, whose 
need is paramount: the people's, the state's or that of 
multinational corporations and banks? The external social 
parameters that define the continued spread of HIV and 
AIDS show little sign of improving: populations continue 
to increase, migrations for economic or political reasons 
continue, civil strife and conflicts show few signs of 
abating and the forecast for growing refugee populations 
is gloomy. 


29 


AlDS Newsletter 1996, 11(8) 


Sadly the evidence from the countries most lately affected 
by the epidemic, from Turkey to India and elsewhere in Asia, 
show that lessons have not been learned, experience that 
has been available has not been taken in. Prevention works; 
the message reverberated through the conference. 
Encouraging examples came from the alliance of military 
and civilian groups to increase awareness of HIV/AIDS in 
the military and to engage them in preventive interventions. 
Barriers can be broken and prejudices can be overcome, 
although conservative forces in countries that should be 
setting examples make this a long-drawn out and not always 
successful struggle (vide the obduracy with which the USA 
resists changing its immigration laws). But application of 
successful prevention interventions needs community 
involvement, commitment at all levels, including political will, 
and funding. We recognize that funding is tight in the present 
economic climate, but economists point to the fact that 
money does not disappear; it gets recycled. It Is another 
challenge we face, to identify new sources of funding among 
those who are the beneficiaries of this recycling. The human 
tragedy, so eloquently exemplified by Katherine Nyirenda 
from Zambia, compels us to redouble our efforts to overcome 
the obstacles, whether organizational, social, political, 
economic, scientific or medical. Progress can and is being 
made, but the virus is a wily opponent and always seems to 
be one step ahead. 


Peter Piot said that if he had to sum up the conference with 
three key points they would be: it was less West-orientated, 
with more discussion of developing countries; harm-reduction 
policies, other prevention initiatives and health education in 
developing countries have been successful; there is hope at 
last, hope which, even if it is like a see-saw, springs eternal. 


Delegates left buoyed by a sense of optimism and a 
feeling that the corner has at last been turned in the fight 
against AIDS. The urgently needed International AIDS 
Vaccine Initiative was launched, which will give fresh 
impetus and direction to an area that was threatening to 
languish. Great strides have been made in the reduction 
of maternal transmission to as low as 8%, and studies are 
underway to see if it may be possible to reduce this further. 
Whether the new protease inhibitors (Pls) could help in 
the treatment of HIV-treated pregnant women and reduce 
maternal transmission is as yet unknown. Although it is 
too early to speak of a “cure”, exciting progress has been 
made in combination therapy and hopes are pinned on 
results of clinical trials with Pls. However, the costs of some 
of these new treatments are daunting even to relatively 
Well funded health care systems and will certainly be 
beyond the reach of most of those affected in developing 
Countries, where 80% of the burden of new infection lies. 
To quote Robert Gallo, “We have a moral obligation not 
oe to find therapies that make this disease manageable 
i to make [them] affordable”. Sustained prevention efforts 
"a oo Starting to pay off. Infection rates are stable or 
y Clining in some countries, including Thailand and 
: ~ but not before, in the case of the latter, HIV has 
the on swathes across the population. An analysis of 

milaend census held at both district and parish levels in 
ietrib @ revealed a profound effect of HIV on population 
ution at parish and village levels in areas of high 
6c There were large population deficits, 
nd 4 y of adolescents and children aged between 0 
may gpa ay Stable or declining rates in regions 
within Bevonaae ta iy rates in certain countries or 
groups. The continuing high incidence 


rates among young gay men underscore just how little is? 
understood about the behavioural determinants of risk- 
and decision-making strategies, or about risk-taking 
behaviour in primary relationships. 


The conference brought forth a new challenge with the 
recognition that HIV subtypes have now spread to ail 
continents, with all the implications that holds for prevention 
and control: “We are one world”. HIV is continuing to spread 
into countries hitherto unaffected by the epidemic. The gap 
between care in the developed and developing world is _ 
widening, although the burden of the disease is in the 
south. As De Cock remarked, “We speak of one world but _ 
in reality we are worlds apart”. Despite a better 
understanding of the spectrum of HIV-associated disease 
in developing countries, a minimum level of care that all 
HIV-infected persons should aspire to has still not been 
adequately defined. A policy for prophylaxis against 
opportunistic infections needs to be worked out, together 
with a concerted effort in the prevention and control of 
tuberculosis - a public health priority in its own right. There 
is a need for region-specific development, evaluation and 
implementation of guidelines for appropriated investigation 
and management of HIV based on the local spectrum of ~ 
disease. Region-specific guidelines on prophylaxis and 
region-specific definitions of essential drugs are needed. 


The clear need for efforts to be spurred on in the quest 
for effective vaginal microbicides was recognised with the 
announcement by Donna Shalala, US Secretary of Health 
and Human Services, that the National Institutes of Health 
and the Centers for Disease Control and Prevention plan 
to spend a cumulative total of more than $100 million on 
microbicide research over the next four years. 


Calling for a renewal of energy, resources and 
commitment in the fight against AIDS, Martin Schechter 
Said that the conference theme of “One world, one hope” 
must become a vision for the future: of worldwide 
prevention, treatment and cure, which will break the cycle 
of intolerance and misinformation. According to Peter Piot, 
it is the goal of UNAIDS to turn these hopes into reality. 
AIDS must be high on the political agenda for this to be 
possible. The G7 summit pledged to work with UNAIDS 
and the Paris AIDS Summit of 1994 was full of lofty 
resolutions, with participants signing a Declaration 
reaffirming the need for “political leaders to make the fight 
against AIDS a priority’. However, as Eric Sawyer of ACT- 
UP remarked, “Government promises don’t save lives: 
government action does”. An analysis of the impact of the 
Paris AIDS Summit by ICASO (International Council of 
AIDS Service Organizations) revealed that 56% of the 42 
countries represented are doing nothing to implement the 
Paris Declaration. It was also shown that the Declaration 
has made no difference in these countries with respect to 
preventing discrimination against people with HIV/AIDS 
nor has it resulted in any new measures to address the 
Specific vulnerability of women to HIV/AIDS. Discrimination 
often occurs in settings (eg. with families and communities) 
that are not addressed or covered by legislation. 


The need for solidarity in our response to AIDS was 
argued eloquently by several speakers who called for 
greater collaboration across all four Tracks of the 
conference as well as for greater cooperation and 
collaboration between scientists, pharmaceutical 
companies, governments, international Organizations, 
NGOs, PWAs and activists. In a passionate speech, 


. 
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Jonathan Mann argued that the public health response to 
the societal factors which constrain and influence 
behaviours and which create and enhance vulnerability to 
HIV has hitherto been fragmented. Richard Parker, of the 
Brazilian Interdisciplinary AIDS Association (ABIA) 
summed it up well: “By focusing our attention on social 
vulnerability, on empowerment and community mobilization 
in the face of AIDS as part of a broades movement for 
social change aimed at responding to inequality and 
injustice, we have begun to build a series of bridges that 
offer the opportunity to forge a truly global coalition. If we 
fail to....build upon this opportunity, the danger is that the 
very real differences that would seem to separate us - as 
seropositive and seronegative, as scientist and activist, 
as members of rich and poor societies, from developed to 
developing countries, and so on - will continue to broaden 
and be transformed into the divisions that are our greatest 
enemy against HIV and AIDS.....The true challenge implicit 
in the theme for the X1 International Conference on AIDS 
[is] of working together to overcome the oppression, 
discrimination and violence that everywhere can be found 
to lie behind the apparent shape and structure of the 
epidemic. The challenge of building one world out of many 
by learning to respect our differences while at the same 
time moving beyond them in our common struggle. The 
challenge of drawing on the principles of solidarity as the 
basis of our work, and of understanding the fight against 
AIDS as part of a much broader project of social change.” 


The next international conference on AIDS is scheduled 
for Geneva in 1998, giving time for us to help shape the 
epidemic and the conference itself. Let us strive to be one 
step ahead of the virus by then. 


Reports 


The HIV Project in London has produced a report on 
Vancouver that gives a more discursive coverage of key 
issues in prevention. Also NAM’s AIDS Treatment Update 
published a special conference issue (no 44). 
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PREFACE 


In the South-East Asia Regidn, the alarming spread of HIV infection and the increasing numbers 
of persons with AIDS is posing an unprecedented challenge to all those in volved with the medical, social, 
economic, ethical and legal aspects of this devastating pandemic. 7 


While surveillance, blood safety and information and education programmes are well under way 
in all Member countries of the Region, counselling services for HIV/AIDS are yet to develop Si gnificantly. 
This is largely due to lack of trained counsellors available in the countries. 


The importance and place of counselling in AIDS prevention and control programmes can no longer 
be ignored. More and more HIV infected individuals and persons with AIDS are needing help to enable 
them to live a life of dignity and to prevent the spread of infection. Counselling is also urgent for those 


being tested for HIV and for those with past or current risk behaviour, or living with the knowledge that 
they are HIV positive. M2 a ree 


Today it is well recognized that counselling is not only part of good clinical management and care, 
but it is-also vital for preventing the transmission of HIV infection. : 


The Modules presented in this Guide are adapted from the HIVIAIDS Counselling training materials 
being developed by the Global Programme on AIDS, WH O Headquarters. The Guide has been developed 
for use in the South-East Asia Region. 


The Modules are designed to train HIVIAIDS care providers as for example, nurses and social 
workers in hospitals, health centres and other health and welfare facilities, both in the governmental and 
nongovernmental sectors, and to be used by a team of resource persons who have counselling experience 
as well as experience in inservice training of health and social workers. 


Following a review of the Modules ata South-East Asia Intercountry Workshop in March I 993, the 
Modules were field-tested in Nepal in October 1993 and revised. If found necessary, further adaptation 
of the Guide could be undertaken in the countries to meet the local and culture-specific counselling needs 


of persons affected by HIV infection and AIDS. 


Dr Uton Muchtar Rafei 
Regional Director 
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NOTES FOR THE.USER OF THIS GUIDE 


INTRODUCTION 


* Anorientation to HIV/AIDS Counselling: A Guide for Trainers has been designed to help trainers 
who are asked to organize a training programme for HIV/AIDS counsellors. It is an introductory 
programme or orientation to counselling. Having completed the programme, the trainees should be 
encouraged to practice the skills they have learned over a Significantly long period. The counselling they 
do may be in their workplace, in a health facility, or in their own community. The Guide has been designed 
for use in the South East Asia Region. It comprises seven Modules extracted largely from WHO 
documents. To each Module is annexed Trainers resource materials (supplementary reading). 


THE TARGET AUDIENCE 


This Guide has been designed to help almost anybody become a counsellor. The workshop trainers 
or facilitators should be either counsellors with experience in talking to/working with clients, or 
teachers/trainers who are familiar with using experiential forms of teaching. An essential criteria for 
selecting the trainers needs to be the ability to ask open-ended exploratory questions and sensitivity 
towards involving each and every trainee. The trainees could be primarily health professionals who are 
dealing with HIV/AIDS in their work; health workers interested in developing some skills in-counselling 
from both governmental and non-governmental organizations. Trainees may also include staff ftom other 
sectors, such as social work, staff of de-addiction centers, teachers etc who need to learn more about . 
HIV/AIDS to assist them in their current work; or community workers and leaders who are active in 
community development programmes. Those involved in dealing with STDs in their work would also find 
this Guide helpful. 


FOLLOW UP TRAINING 


Orientation and some basic skill building for counselling is only the first of several steps. 
Counsellors need the opportunity to practice their skills over a period of time. Not only is practice needed, 
but also the opportunity to discuss how they are doing with a supervisor or a colleague, and sharing new 
or different ideas with other counsellors. As a trainer it is crucial that this important stage of practising 
skills is recognized and encouraged. — ) 


Some counsellors may want to participate in more training to develop the skills to counsel more 


difficult cases, or where they are spending a lot of time counselling and need some additional skills. This 
is a further stage of training for which different materials and methods are needed. 


SETTING THE STAGE FOR THE WORKSHOP 


It will be useful to consider the following while planning for the workshop: 


AWARENESS OF LOCAL/COUNTRY SETTING 


Counsellors need to be well-informed about all the services from which they can draw resources for 


support, control and prevention. The resources available will vary from place to place; the way in which 


so vary depending on cultural, political and economic factors. Ideally, before 
1 counsellors should examine what local resources do exist. It may be helpful 
ome background research on locally existing resources before the 
formation in the training. Such services or resources include: 


they are mobilized will al 
each training workshop, 4 
for the wrainers or organizers to do s 
workshop begins and incorporate the in 


» local health authorities responsible for the HIV/AIDS prevention and control. 
e health educators, especially those who serve remote or isolated areas; ) 
e specialist and general or family medical practitioners, public health medical officers, and 


hospital staff; 

e staff of STD clinics; 

nurses and midwives, particularly those attached to communities and health centres, but also 
institutional staff; 

e maintenance and auxiliary staff in hospitals and clinics; 

e professional and support staff in community health and mental health centers, Red Cross and 
Red Crescent societies, and correctional institutions; » 

traditional healers and birth attendants; 

trained, private or officially appointed counsellors; 

personnel of government ministries of health and education; 

teachers, school health staff, student health staff and counsellors; 

staff of drug de-addiction centers 

national, regional and local research organizations; 

non-governmental organizations, voluntary organizations, including religious, civic, political, 
self-help groups and women's organizations; 

@ community leaders and other influential people; 

e staff of agricultural extension and leadership development programmes; and 

e information-dissemination and education-oriented organizations/sources. 


It would be critical and impactful to ensure that the appropriate health authorities of the 
region/district be invited to the inauguration at. the beginning of the workshop. They should be requested 
or briefed to give a general overview of AIDS programmes, government policies and testing 
facilities/procedures in the region. | 


ORGANIZING THE PROGRAMME 


The 7 Modules should be taught 1-7, although some trainee counsellors may not need to complete 
every Module if they already have some skills in counselling or know a lot about HIV. It is possible 10 
complete the whole programme in four days, although this means very intense training sessions for 
trainers and trainees. It is also possible to use the Modules in a less concentrated way, and spend half a 
day each week, or one evening a week as in-service or on-the-job training with small groups of trainees. 
As the organizer of the training, you will need to have a large enough room to accommodate the trainees, 
an overhead projector, and a slide projector. Flip charts or black boards will be needed to record the group 
ideas, and some copies of the exercises and work sheets need to be prepared before each session so that 
the session can continue smoothly. If possible, during the training, seating should be arranged in a circular 
or horseshoe configuration so that all the trainees can see their classmates. These sealing arrangements 
promote a more relaxed environment as well as facilitate interaction. 


The workshop should start with a serics of discussions aimed at informing the participants about the 
medical, social, psychological and political aspects of the worldwide crisis created by HIV, AIDS and 


related diseases. If possible, any available video produced by intemational Organizations should be 
screened. 


vi 


Each day should begin with a plenary session designed to review factual information, 
research reports, or elaborations of themes/topics covered in the Guide. 


Each day should end with a review of that day's plenary and group activities. 
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Translations and usage of local language and terminology should be done simultaneously when the 
workshop is in cultural settings where the trainees are more conversant with their local language. Time 
additions for such bilingual circumstances should be made accordingly, for each activity in the various 
sessions. a : | 


TRAINERS' RESPONSIBILITIES 


As with other sensitive topics, the training Modules must be approached carefully. While using the 
Modules the emphasis must be on learning counselling by doing rather than through formal lectures or 
reading. The trainers must be aware of the understanding level of the trainees and be able to adjust 
activities accordingly. They will also need to be very familiar with the material being taught. As a 
facilitator, it will be your job to answer questions, talk with participants about exercises, lead group 
discussions, and generally give participants any help they need to successfully complete the course. 


As a trainer, you will need to do three basic things: instruct, motivate, and manage. To do these 
things, you need to begin by demonstrating enthusiasm for the topics covered in the course and for the 
work that the participants are doing, and by being receptive to each participant's questions and needs. | 
Acknowledge all the trainees’ responses and encourage everyone to participate in the discussions. Pay 
special attention to the quieter participants by directing questions to them specifically. During activities 
_ where there are sub-groups, request the chairperson/recorder of each small group to encourage discussion 
and inputs by a// members of their group. At the end of each exercise or activity, it is essential to de-brief 
and process the experience with the full group so as to ensure complete/effective learning by the trainees. 


As a facilitator you should encourage the participants to come to you at any time with questions or 
comments. You should always be accessible during scheduled times, and avoid working on other projects 
or carrying on discussions not related to the workshop during those times. 


Try to promote a friendly, cooperative relationship. Respond positively to questions by saying, for 
e.g., “Yes, I see what you mean”, or “That is a good question”. You should also avoid using facial 
expressions or making comments that could cause participants to feel ridiculed. Finally, don’ t always wait 
for participants to ask for help. Instead, watch the participants as they work, and offer individual help if 
you see a participant looking troubled, staring into space, not working on activities, not writing answers, 


or not tuming pages. 


EVALUATION METHOD 


Each Module provides a worksheet which consists of a few review questions for evaluating trainees 


performance on stated objectives. Review questions thus serve as a tool to assess trainees participation 


and learning from each Module. 
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GLOSSARY OF TRAINING TERMS 


This training Guide incorporates a vanety of instructional strategies to interest and involve trainees. 
A glossary of the following terms are explained below to facilitate the trainer's understanding: 


Module: A Module is the basic unit of this training Guide which covers a specific topic. 
It includes the objective, the training method, reading material and review » 
questions. Each of the Modules is compatible with the others but may also stand 


alone. 
Objectives: An objective is a statement of purpose for each Module. 
Brainstorming: | It is an activity used to open a discussion on an issue or to stimulate the group. 


Trainees are asked to give their ideas and opinion on a specific topic, while other 
trainees are asked not to pass judgement on those opinions. The trainer's 
responsibility is to list everything that is said on the blackboard or flip chart. The 
trainer should also keep in mind the important points of the topic and assist the 
participants in bringing them out, i.e. guide the brainstorming so that the main 
points are covered. 


The aim is to continue to explore until all ideas have been exhausted or a 
predetermined time limit has been reached. 


Activities: An activity is a set of specific functions or experiential exercises carried out by 
the trainees together with the trainer in order to achieve the objectives. 


Group work: Group work is an activity carried out by a small group of trainees through pooling ° 
their collective thoughts, experiences and knowledge together in order to perform 
a given task. Nearly all the Modules in this manual include some form of group 
work. It is important for the trainer to make sure that the groups of participants 
working together over the course of the workshop are constantly changing. The 
trainer will need to develop and organize a means to maintain the rotation of 
participants. 


Group Discussion: Group discussion is a process that uses the group to disseminate information, 
analyze ideas or teach concepts. The process serves to increase trainee interaction 


among peers. The size of the groups depends on the nature of the lesson and make 
up of trainecs. 


Case study: A case study is a story that can be analyzed, and from which learning can occur, 
It is an interesting way to present content and encourage traince involvement. 


IX 


Role Plays: 


Mini-Lecture: 


Presentation: 


Overhead: 


Transparencies: 


Worksheet : 


Review Questions : 


Role play is an activity which involves trainces in learning desired concepts or 
practising certain behaviours. One trainee takes the role of a counsellor and 
another takes the role of aclient. Together they act a given counselling situation. 
Allow trainees time to decide the action of the role play. Props can be used to 
make the role-play more interesting and realistic. Role plays can be highly 


motivating because they actively involve the trainees. There are many role play 
situations*in this Guide. 


The trainer should try to ensure as many different people get to role play as the 
“counsellor” so that more participants can practice the skills and activities in the 
various role plays. 


Mini-Lecture is utilized in this guide to disseminate information 


Directly from the trainer to trainees. This method when combined with other 
instructional strategies, promotes greater motivation and learning. 


Overhead transparency materials are provided for use as visual aids 


Throughout the Modules to present and review information and graphics 
examples. Overhead transparencies are transparent acetate sheets on which 
information is projected through an overhead projector. The wainer can 
photocopy the material provided at the end of each module, on to acetate sheets 
and use them during the relevant activities. He/she should also use any other 


visual aids/slide sets which may be available at a particular training site. 


A worksheet is training material with specific instructions for use by trainees, 
which is handed out to the trainees with an aim to sensitize them on a particular 
topic, or evaluate their knowledge of the same. 


Review questions are questions intended to assess trainees intake of knowledge 
covered during the sessions. Each Module has one set of review questions at the 


end. 
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MODULE 1 


BASIC INFORMATION ON STD/HIV 


Objective: To provide trainees with a basic understanding of HIV transmission, disease 
progression and the role of STDs in HIV transmission along with information about 
prevention. | 7 . 


Time to complete Module: 3 hours. 


SUMMARY OF ACTIVITIES: 


Individual exercise: AIDS Quiz. . . 
Brainstorming: Leaming about HIV. and STDs. 
Small group work: Rank the risk exercise. 
Presentation: Prevention. 

Review or summary. Ral?) Bp 
Assessment: Fill in the blanks exercise. 


Activity 1: AIDS QUIZ (15 minutes) 


Ask trainees to complete the quiz given in worksheet 1, by themselves. As they complete the quiz, 
ask thera to keep the paper with themselves for later use. Re 


Activity 2: BRAINSTORMING: LEARNING ABOUT HIV & STDs (1 hour 15 minutes) 


This activity is designed to improve the trainees’ knowledge about HIV and STDs. The trainer 
leads the trainees through a brainstorming exercise, where information about HIV is discussed using 
lead questions one by one. These questions (formulated out of the material content of the 


supplementary reading section) are as follows: 


(1) What do the letters “A” “7 “PD” “S” stand for? And what do the words mean? 
(2) What do the letters “H” “I” Fini stand for? And what do the words mean? 
(3) How does the body's immunity work? . 

(4) How does HIV affect the body's immunity? 

(5) What is the natural history of HIV? 


w is HIV transmitted? 
_ mths STDs do you know of? Give the names and brief meanings. 


(8) How do STDs affect HIV transmission? 


Allow 1 hour for this brainstorming. The trainees are then asked to pull out their quiz responses 
of activity | and compare and discuss their answers with another trainee for 15 minutes. Trainer 


summarizes the main points of the discussion. 


Activity 3, SMALL GROUP WORK: RANKING EXERCISE (20 minutes) 


This activity is designed to give trainees the opportunity to apply what they now know about HIV 
transmission by examining the behaviours that might place them at risk. Ask the trainees to complete 
individually the “Rank the Risk’ exercise given in worksheet 2. They may rank from 1-10 (1 means 
having the highest risk for getting AIDS, and 10 means having the least). Ask them to compare the 
answers in pairs or small groups. Note that there will be variation in responses. The trainer 
summarizes by highlighting that “It is not who the individual is but rather what an individual does 
that puts him/her at risk’. Allow 20 minutes. ‘ 


Activity 4: PRESENTATION: PREVENTION OF INFECTION (15 minutes) 


The trainer gives a short presentation on methods and issues related to prevention of HIV 
infection and STDs using the material provided in the supplementary reading section. The main points 
to be highlighted are: 


(a) Prevention of sexual transmission of the disease by information/education on safer sex 
options and use of condoms. 

(b) Prevention of blood transmission (via tested blood and sterile needles and equipments). 

(c) Prevention of mother-to-infant spread of virus (viz. prevention of infection to childbearing 
women, avoidance of pregnancy and termination of pregnancy). 


Activity 5: SUMMARY ACTIVITY (30 minutes) 


Instead Of the trainer summarizing for the trainees, the trainer asks for 3 pairs of volunteers. In 
each Pair, one person plays the role of the counsellor, and the other that of the client: The counsellor 
explains to the client in each pair information dealing with one of the three statements below. The 
language used should be the vemacular with simple non-medical terms. 


(a) Basic information about HIV (Pair # 1) 
(b) Modes of transmission (Pair # 2) 
(c) Relationship to Sexually Transmitted Diseases (Pair # 3) 


The client may ask questions as necessa ive 
ry. Other group members observe and give a feed back. 
Each pair does its role play for 10 minutes. Allow 30 minutes for this activity. ; 


Activity 6: ASSESSMENT (20 minutes) 


an The trainees are asked to complete the “Fill in the blanks” exercise given in worksheet 3 
individually. This allows the trainees to see how much more they now know about HIV and its 


relationship with STDs. The trainer reads out the c 
Orrect, 
for this activity. ct, completed exercise. Allow about 20 minutes 


WORKSHEET 1 


4 


AIDS QUIZ 


To answer the questions circle the response you think is most correct. 


(1) What is the complete term for AIDS & HIV? 


(2) Which of the following is a way HIV can be transmitted? ‘ 


(a) Having unprotected sexual intercourse with an infected partner 
(b) Donating blood 
(c) Using public toilets 


(3) You can get HIV from: 
(a) Mosquito bites 
(b) Sharing. food. 
(c) Hugging someone with AIDS : 
(d) All of the above 
(e) None of the above 
(4) For which of the following purposes do people share needles: 
(a) Tattooing 
(b) Steroid injectioris 
(c) Injecting drugs 


(d) Ea piercing 
(e) All of the above 


(5) One can generally identify a person with HIV infection by looking at him/her. 


twe OC) _ False CL] 


© Anyone who has unprotected sexual intercourse is at risk of HIV infection. 


True ¥ False CJ 


(7) A pregnant woman infected with HIV: might pass the infection to, her unborn child. 


(8) Using an unsterilized injection needle may spread HIV infection. 


Tue False (CJ 


(9) Tested blood should be used for transfusion. 


~ True OC) False LJ 


(10) The primary modes of transmission of HIV are: 
(a) 
(b) 
(c) 


Ci ig eae ne ee 


(11) The main ways of preventing HIV transmission are: 


(12) AIDS is primarily, seen in which of the age groups: 


(a) 0-5 yrs 

(b) 6-14 yrs 
(c) 15-49 yrs 
(4) 50-70 yrs 


(13) Condoms, when properly used, can help protect you from HIV. 


mame. 1 False . L) 


(14) 


(15) 


(16) 


(17) 


(18) 


AIDS can be cured if detected early. . 


True OC ® False 0 


Would you send yourrchild to school if you knew that the teacher was HIV positive? 


Yes ‘= No LJ 


Mention three common STDs. 
po ES one ERO RES SEA TE RT 
TR ny Oe i 


() 


How can you prevent STD transmission? 


pee Eek: , ee ae Seen ee cenriaras amie sacl 


ee nr 


If one has STD, the chances of getting HIV infection are high. 


True C) : False LJ 


(19) Women are more at risk of getting HIV infection through sexual intercourse. 


" - Prue LJ False LJ 


WORKSHEET 2 


RANK THE RISK EXERCISE 


WHO OF THE FOLLOWING HAS THE GREATEST OR LEAST RISK 
OF CONTRACTING HIV? 


Rank from 1 — 10 (1 means having the highest risk for getting. HIV and 10 means having the 
lowest risk for getting AIDS). The same rank can be given to more than one person listed below. 
Please remember that it is not what you are but what you do that puts you at risk of getting HIV 


infection. 


School student with a classmate who has AIDS 
Medical doctor 

Family member of a person with AIDS 
Someone with multiple sex partners 
Traditional healer 

_____ The unbom child of an infected mother 

= Nurse 

eae Sex worker 

‘owdhion Voluntary blood donor 


Intravenous drug user 


aiden Person with STD 


WORKSHEET 3 


FILL IN THE BLANKS EXERCISE 


DIRECTIONS: 


Use the following words to complete the paragraph below. Each word is used only once. 


Understanding Safe 
Blood , AIDS 
Flu : : Catch 
Body fluids Immune 
Virus ' Person 
System. Tears 
Disease ~ «fare 
Leam Cold 
edssenciatie is a communicable disease. A communicable disease is one that can be spread from 
2 agenaeattanes to person. The disease is caused by 4 ................ The AIDS virus is spread from person to 
_ person by sharing of................ Body fluids include ............... and semen. Other body fluids are urine, 
Saliva, and ......... peta The body fluids which spread the AIDS virus are blood, semen, and vaginal 
secretions. 3 
The AIDS virus is different from the viruses that can cause 4 ............... Or tit 2 cosets The 


Our Body's ..sccsocess.es System works to fight off the cold and flu. The AIDS vinus is difficult 
because it attacks the body's immune ................ AIDS is a: serious ................ There is not yet a 
quiigaiehed for the disease. The most important thing to do to prevent the spread of AIDS is to ............... 
about the disease and iow it spreads. 


After we lear about how the disease is spread, then we must practice ............... lifestyle 
behaviours. 


«iother important thing to remeinber is that a person who has the AIDS vinus is a person who 
still needs our help and ................ 


BASIC INFORMATION ON STD/HIV 


Counsellors must know the basic facts about HIV infection and its manifestations. Knowledge of the 
causes and epidemiology of HIV infection, AIDS and related diseases is increasing rapidly and busy 
counsellors find it hard to keep abreast of it. Good counsellors will be aware of the limits of their 
knowledge. National AIDS control and prevention programmes should provide for workshops and other 
methods of keeping counsellors and health workers up to date. 


The information presented here will be very familiar to some workshop participants, and useful 
primarily for review purposes. For others, however, it will be new, and doubtless, insufficient so that 
additional resources will have to be made available. Both groups should keep in mind, while reading and 
thinking about this basic information, how they would talk about symptoms and infections to people from 
their own country or region, and to persons from a variety of cultural backgrounds and traditions. The San 
Francisco AIDS Foundation has explained the acronym AIDS in a way that may be helpful when talking 
to concerned or affected people, families and others (see box). 


AIDS stands for: 
Acquired - not born with 
Immune = body's defence system 
7 petistally - not working properly 
Syndrome a a group of signs and symptoms 


As evident by its name, AIDS is not a single disease but a syndrome - a set of diseases, which results 
from the destruction of the body's defences by the Human Immunodeficiency Virus-HIV. 


In healthy individuals, infections and cancers are kept away by a variety of defenders in the body. 
which constitute its immune system. Unknown to us, these defenders are at work everyday, recognizing 
foreign bodies (eg.bacteria, virus etc) and fighting them with an array of cells and by producing specific 

hemicals called antiboidies which neutralizes the foreign bodies. Each disease stimulates the production 
of adltbodies specific to it. The detection of these antibodies in blood samples is therefore used to 


determine past or present infection. 


. ibodi d in the blood of the carriers 
amage to the immune system, the antibodies detected carrie 
ste i erent in halting the damage caused by the virus, which may be present in large 
of the HIV whe Therefore, the body cannot be protected against other infections and cancers, some 
i «ach Airect biines of death. Because of the way that the virus infects cells, developing 
of whic 


a cure or vaccine is extremely difficult. 
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1. THE NATURE OF THE VIRUS 


The first cases of AIDS were recognized in the United States in 1981. The virus that causes it, 
now called HIV, was first isolated in 1983 at the Institute Pasteur in Panis. . 


Recently a new virus has been identified in West Africa, India and Srilanka. This virus, which is 
related to the virus first discovered acting in a similar way, with similar routes of transmission, is 
spreading to other parts of the world. The first AIDS virus is now called HIV-1 and the second, HIV2. 


HIV selectively infects specific white blood cells (CD4) that are an essential part of the body's 
immune defence system. When the CD4 cells are destroyed, the infected person becomes susceptible 
to a range of opportunistic infectious diseases and cancers and the group of such conditions is called 
AIDS. HIV may also directly infect nerve cells and cause neurological disorders. HIV takes a long 
time to cause damage. HIV infection is presumed to be lifelong and the infected person is likely to 


remain infectious for life. 


1.1 Structure 


HIV is a member of the retrovirus family of viruses which has been known for many years to 
cause a number of different diseases in animals. 


Like all retroviruses, HIV contains RNA in its core; the virus itself is surrounded by a protein and 
lipid envelope or “‘coat’’. 


To replicate itself in human cells, the virus first needs to select cells to which it can attach itself: 
these are cells carrying a special “receptor” known as the CD4 anti gen. This receptor occurs on cells 
in the body's immune system, the helper T lymphocytes, and on some macrophages. There is some 
evidence that other cells can support the growth of HIV, such as those in the lining of the bowel 
(bowel epithelium) and in the brain (microglia cells). 


1.2 Replication 


When the virus has made contact with a CD4-antigen-carrying cell, it sheds its lipid coat and 
injects its RNA into the human cell. The single-stranded RNA then makes a copy of itself with the 
aid of an enzyme called reverse transcriptase. This yields double-stranded DNA, which then inserts 
itself into the human cell DNA. Because HIV becomes part of the human cell's genetic material, 
infection of the cell is irreversible. Although it may be possible to develop a drug that Suppresses the 
activity of the virus (thus keeping an infected person relatively healthy), there is no prospect of cure 
in the sense of eliminating the integrated viral DNA. 


The viral DNA starts to instruct the human cell to produce viral components such as viral proteins 
and RNA — the two main components of HIV. The viral proteins migrate to the surface of the infected 
cell. Then, by a process known as budding, enormous numbers of new virus particles detach 
themselves from the infected host cell, and are taken away in the bloodstream to become attached to 


other cells carrying CD4 receptors. sd. 
Billious Ht virws Ace eon dew'ly len AS cells or t€e wpected prssou , 


Any other infectious disease, by activating the immune system, is therefore likely to lead to viral 
replication, but there is some*evidence that a few common viral infections such as those caused by 
herpes simplex virus and cytomegaloviral disease can specifically enlarge the replication of HIV. 
Increased replication of the virus means that an infected person is more likely to develop full-blown 
AIDS because such replication leads to the progressive destruction of infected cells, thus destroying 
the body's immune system and decreasing its ability to fight off infection with other diseases. The 
advice given to those who are infected with HIV — to lead a healthy life-style — therefore has a firm 
scientific basis. (see “Practical Information for People with HIV Infection or Disease in Module V1 
of this Guide’’). 


If the infection is primarily in the brain, viral replication may cause it to deteriorate, which will 
often result in dementia associated with encephalopathy and possibly other opportunistic diseases. 


Although the body's immune system does produce antibodies to the virus, they do not seem to 
be able to inactivate the virus. The virus in circulation therefore, is able to spread to other parts of the 
body and can also be transmitted to sexual partners, and passed on to others through infected blood, 
blood products, and other body fluids (semen, vaginal/cervical secretions), and from an infected mother 
to her child before, during or shortly after birth, and possibly also through breast milk. 


1.3 Properties 


HIV, like other viruses, is easily destroyed by boiling and steaming (autoclaving). The virus can 
be destroyed by various chemicals used in standard disinfectants — hypochlorite, glutaraldehyde and 
formaldehyde, normally recommended for hepatitis B virus — as well as alcohols, acetone, phenol, 
household bleach and several detergents. 


However, the lipid envelope can protect the virus from dehydration. This means that contaminated 
~~ fluid which has been allowed to dry may still contain infectious virus for hours or even days if kept 
at room temperature. It is important, therefore, to ensure that any surfaces or clinical instruments | 
contaminated with body fluids are treated with effective disinfectants. 


2. HIV INFECTION 
2.1 Natural History of HIV Infection 


People infected with HIV may take ten years before they develop AIDS as HIV takes a long time 
to do the damage. It is therefore important to distinguish between being infected with HIV and having 
AIDS. Those infected with HIV may suffer from disorders and develop signs which are suggestive of 
being infected with HIV. Acute HIV syndrome, associated with seroconversion can occur as early as 
few weeks after a person is infected. The person may be asymptomatic or develop ‘flu like’ symptoms 
and signs which are fever, lymphadenopathy (swelling of lymph glands), night sweats, skin rash and 
~ cough. The period before the development of an antibody response usually between 6-12 weeks is 
often referred to as the 'window period’ when a person is infectious but not positive in HIV-antibody 
tests. Usually 3-5 years after the infection, generalized painless swelling of lymph glands develops 
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which persists for few months to many years. People with Persistent Generalized Lymphadenopathy 
(PGL) may also suffer from fever, night sweats, diarrhoea, loss of weight and infections such as thrush 
and herpes. The cluster of these signs and symptoms is called AIDS related complex or ARC. The 
diagnosis of having AIDS, the end stage of the disease, is demonstrated by the presence of one or 
more of the several opportunistic infections, cancers and other infections like pnuemonia, persistent 
diarrhoea, skin cancer called Kaposi's Sarcoma and infections of the nervous system leading to 
deterioration of intellectual capacity (dementia). It is essential to demonstrate the presence of HIV in 
the blood with the help of sensitive blood tests. The most widely used is the Enzyme Linked Immuno 
Sorbent Assay (ELISA) which detects the antibody generated in response to infection by HIV. 
Wester Blot, a more expensive test, is no longer recommended for routine supplemental testing. 


WHO has listed a few signs that help in provisional diagnosis of AIDS for public health 
purposes. The presence of two major signs with one minor sign (with presence of HIV antibodies) 
‘can be an indication of AIDS provided that other causes of depleted immunity like malnutrition etc. 
are ruled out. The major and minor signs are listed below: : 


Major Signs 


e Weight loss greater than 10% of the body weight 
e Fever for longer than one month 
e Chronic diarrhoea for longer than one month (intermittent or consistent) 


Minor signs 


Persistent cough for longer than one month 

General itchy dermatitis (skin irritation) 

Recurrent Herpes Zoster (Shingles) 

Oropharyngeal candidiasis (fungus infection in the mouth/throat) 
Chronic progressive and disseminated Herpes Simplex infections 
General Lymphadenopathy (swelling of lymph glands) 


2.2 Neurological Manifestations 


Neurological abnormalities, such as peripheral neuropathy and memory loss, in people with HIV 
infection are increasingly being reported. In some patients, they may be the initial manifestation of 
HIV infection and are often atypical in their presentation. The most frequent neurological disorder is 
a subacute encephalopathy characterized by progressive behavioural changes associated with dementia; 
it occurs in approximately one-third of people with late-stage HIV infection. Its onset is usually 
insidious, and cognitive dysfunction initially predominates. Common early signs include tremor, 
slowness, and aphasia. The course is usually progressive towards severe dementia. Mutism, 
incontinence, loss of vision, and paraplegia may develop in the terminal stages. 


Other causes of neurological manifestations in people with HIV infection include cryptococcal 


oe cerebral toxoplasmosis, lymphoma of the brain, and papovavirus and cytomegalovirus 
isease. 


2.3 Manifestations in Infants and Children © 


A substantial Proportion of infants who contract HIV infection from their mothers or from blood 
transfusions generally show symptoms by about 6-12 months of age. Children with AIDS survive, on 
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average, for about 18 months after si 
and to reach neurodevelopmental milestones 


3. PROGRESSION FROM INFECTION TO AIDS 

a noma it was thought that only a small Proportion (5-10%) of HIV-infected persons would 
mately develop AIDS. Today, there is evidence that about 20% of those infected may develop 

AIDS within five years of becoming infected and about 50% within ten years. An increasing 

; Proportion will probably go on to develop AIDS after ten years, as people with HIV infection show 

_ progressive damage to their immune system overtime. the pak 


eos: 


4. CURE/VACCINE FOR AIDS 


So far there is no cure for AIDS and a vaccine may be far away. 


5. TUBERCULOSIS AND HIV 
One of the several opportunistic organisms that can attack people with HIV infection is 
_ Mycobacterium tuberculosis, the organism that causes tuberculosis (TB). Though this Organism is 
present in the bodies of one-third of the world's population, it generally remains dormant in healthy 
individuals because of their healthy immune system. In people infected with HIV, it is quick to gain 
an upper hand over the damaged immune system and spread to various parts of the body. 


A parallel epidemic of TB following AIDS pandemic is already happening in many parts of the 
developing world. In some of the developed countries particularly in the United States of America, | 
TB is resistant to multidrug therapy. In South-East Asia, where TB exists as a latent infection in nearly . 
40% of the population, the deadly duo of HIV and TB mean an additional drain on the meagre health 


resources. Effective treatment of TB is important. 


6. TRANSMISSION 


HIV has been isolated from the body fluids of infected persons, including saliva and tears: 
however, only blood, semen, vaginal secretions, and breast milk have been implicated in transmission. 
Detailed epidemiological studies throughout the world have documented only three modes of 
transmission; sexual, parenteral, and mother-to-fetus/infant. 


6.1 Sexual Transmission 


Worldwide, sexual intercourse is the most frequent mode of transmission of HIV. The virus can 
be transmitted from an infected person to his or her sex partner (man to woman, woman to man, and 
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re at risk of getting the infection than men, During sexual intercourse 
eet ga sa eebaitay baal damage - the linings of sexual organs such as vagina or rectum can 
facilitate transmission of HIV from the infected partner to the uninfected one by exchange of body 
fluids. It is easier for the virus to be transmitted if the uninfected partner is already suffering from 
some sexually transmitted disease, because in this case the lining is already damaged. Due to the high 
rate of sexual transmission of this virus, sexual behaviour is the prime focus for interrupting 


\ransmission. 


o,2 Parenteral Transmission 


Parenteral transmission occurs through the transfusion of infected blood or blood products, or the 
use of blood-contaminated needles, syringes, or other skin-piercing instruments. The risk of acquiring 
HIV infection is related to the size of the inoculum: recipients of unit of HIV-infected blood for 
transfusion have virtually a 100% probability of becoming infected. 


Transmission through blood transfusion is a significant problem in countries where HIV infection 
is common and where nationwide HIV-antibody screening of blood donors has not yet been 
introduced. Transmission through HIV-contaminated needles and syringes is a particularly serious 
problem among injecting drug users, and where needles and Syringes are not sterilized before reuse. 


The risk of transmission in health care settings ie. from doctors/ nurses to patients or vice versa 
through needle pricks is very low — only 0.3%. 


6.3 Perinatal Transmission 


Transmission of HIV infection from a woman to her fetus/infant may occur before, during and 
after birth. The overall risk of HIV transmission from an HIV-infected woman to her fetus or infant 
in utero or during delivery is 15-39%. 


Postnatal transmission through breast milk has been described in a small number of infants of 
mothers who acquired HIV infection after delivery. 


In summary, the table given below shows the importance of transmission of HIV infection through 
each route of transmission discussed above. It is evident from the table, that sexual transmission is the 
commonest mode of spread in Asia. | : 


HIV TRANSMISSION IN SOUTH-EAST ASIA, 1993 


Route of Transmission % of total 


Sexual Intercourse 
‘Blood Transfusion 
Injecting Drug Use 
Equipment/Needles 
Perinatal 
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6.4 Who is at ‘risk’ of getting HIV Infection/AIDS? 


Each and every one of us is at risk of getting HIV infection/AIDS. Certain practices carry high 
risk: , , ; 


_@ Those who have sex with multiple partners especially when condoms are not used. 
e Injecting drug users who share contaminated needles. 


It is not who the individual is but rather what an individual does that puts him/her at risk. 


Adolescents and youth are at a greater risk of getting infected because of their high nsk 
behaviour. ‘i 


People who receive HIV contaminated blood and blood products are also at risk. 


7. PREVENTION OF HIV INFECTION 


At present, prevention is the only cure for AIDS. In South-East Asia, where HIV epidemic is 
still in its early stages, prevention of HIV infection, in time, assumes paramount importance. Realizing 
the health and socio-economic impact of AIDS in the region, political commitment for AIDS has not’ 
been lacking. | 


AIDS prevention and control has three main objectives : to prevent HIV infection, to reduce the 
personal and social impact of HIV infection, and to mobilize and unify national and intemational 
efforts against AIDS. Prevention is indisputably the most important objective. No curative drug or a 
universally effective and affordable preventive vaccine is likely to be available in the foreseeable 
future. : 


7.1 Prevention of Sexual Transmission 


it is important to have an information and education programme aimed at all men and women, 
to have facilities for detection and treatment of other STDs and to have an environment which would 
promote condom use and frank information exchange without stigmatization and discrimination against 
people known or suspected to have HIV/AIDS. | 
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i ve demonstrated that use of condoms during sexual intercourse reduces the 
risk of ae orphan infection with HIV as. well as other STDs ~ pour PERE On8 
stent condom use can play an important role in AIDS prevention, Details of condom use al 
vg aa dule V in this Guide. Major challenges remain in the promotion of use of condoms in 
ie ye which include social, cultural and religious sensitivities, lack of access to condoms, | 
and inability to talk frankly about condoms or sex. Social marketing of condoms is hi as i 
successful approach for promoting condoms and enhancing availability for use ese rs se 
-aultiple sex partners and among youth. HIV transmission models suggest that if only 15 o Of sexually 
-otive urban men at highest risk of contracting HIV/AIDS — i.e. men who have multiple partners — 
slopted consistent condom use, then urban HIV prevalence would not increase. ae ee 


Information to all persons to prevent sexual transmission of HIV 


(a) Be aware that, if you have a mutually faithful relationship with your sexual partner, if you 
are both HIV seronegative, and if neither of you is exposed to contaminated blood, e.g., 
intravenous drugs or sharing needles, you are not at any risk of a sexually transmitted HIV 


infection. © = *.: | : ie 


(b) If you intend to have sexual intercourse and are not in a mutually faithful sexual 
relationship, be aware that your chance of acquiring HIV infection is influenced by the 
following main factors: Me . : , 


e@ The choice of your sexual partner(s) 


The risk of infection is directly related to the likelihood that. your partner may be 
infected; for heterosexual and homosexual partners, this varies considerably according 
to the part of the world. However, there is no way by looking at someone to know if 
they are infected. Therefore, only through the use of condoms can you be.sure that you 
are not exposing yourself to a risk of infection. 


e The number of sexual partners 


The greater the number of partners with whom you have sexual intercourse, the greater 
the likelihood that you will encounter a partner with HIV infection. Therefore-reduce 
the number of sexual partners to the greatest extent possible, and avoid having sex with 
people who have many sex partners. 


e Proper and consistent use of condoms for from start to finish for all sexual 
penetrations (vaginal, oral and anal) — 


e@ The type of sexual behaviour practised 7 


Abstinence is the most sure way of preventing sexual transmission of HIV infection. 
However, for many people this is not acceptable or realistic. The use of.condoms and 
other safer sexual practices such as those listed below are the only ways of decreasing 
the risk of becoming infected with HIV or transmitting HIV to a sexual partner: 


Restriction of sexual contact to activities that do not involve the sharing of semen, 

vaginal and cervical secretions, or blood (e.g., hugging, caressing) will eliminate the risk 
of acquiring HIV infection. Other “safer sex” practices include non-penctrative sex, 

masturbation, massage, kissing and hugging. 


7.2 Prevention of Transmission via Blood 


For prevention of HIV transmission through infected blood and blood products, the approaches 
that have proven effective include recruiting voluntary non-paid donors, screening donated blood for 
HIV and educating health care workers to reduce unnecessary transfusions. Preventing transmission 
at the health care setting rests orf careful attention to infection control procedures including proper 
sterilization of equipments, proper adherence to procedures based on “Universal Precautions”, and 
provision of necessary supplies and equipment. Preventing the blood-bome transmission among drug 
injectors should go hand-in-hand with efforts to prevent sexual transmission among them. These should 
include reducing demand for drugs, reducing the use of drugs by injection, and sterilizing the injecting 
equipment and needles by boiling or with bleach. Details of sterilization and use of bleach are given 
in Module V in this Guide. — 


The safety of blood and blood products, however, is an area where total control can be achieved 
by routine and mandatory screening of all blood samples for HIV. In Bhutan, Indonesia, Thailand, 
Maldives and Sri Lanka all donated blood is now screened for HIV, while in other countries of the 
South-East Asia Region, the proportion of blood screened is on the increase. Cost effective approaches 
in HIV testing are also being promoted, including testing of pooled sera, in populations where sero- 
prevalence of HIV is low. To avoid expensive tests, guidelines for altemative and cost effective testing 
techniques have been developed. ts 


Recommendations to all people for prevention of parenteral transmission 


(1) Avoid blood transfusion as far as possible. If a blood transfusion can not be avoided, then 
insist on having the blood tested for HIV prior to transfusion. 


(2) Avoid injections for treatment when proper and equally effective oral medications are 
available. | 


(3) When the use of skin piercing instruments such as needles,syringes and blades cannot be 
avoided, insist on sterilized instruments. 


(4) Do not share razor blades. 
(5) Do not take drugs and if you cannot avoid taking drugs, do the following: 


e Do not take injecting drugs. 

e If you can not avoid taking injecting drugs, do not share needles and syringes or 
other injecting equipment. | 

e If sharing needles can not be avoided, then boil the needles and syringes and other 
injecting equipment or use bleach. 


7.3 Prevention of Transmission from Mother-to-child 


The best strategy for preventing transmission from mother to child is of course, to prevent the 
sexual transmission of HIV to women of reproductive age. Secondary prevention would depend on 
the avoidance of child-bearing by women who know or suspect that they are infected. Counselling and 
contraception services should made available to all women. 
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nsibility.o 
evention and control of AIDS, however, should not be seen as the sole respon sib ty .of 


cho yired is commitment at all levels - individual, the family, health 


the health services. What is req 
personnel, media, etc. 


8. SEXUALLY TRANSMITTED DISEASES (STDs) 


81 What are STDs ? 


STDs are Sexually Transmitted Diseases. Earlier, STDs used to be called venereal diseases. 
STDs are communicable diseases which are transmitted by an infected man/ woman to his/her partner 
during sexual intercourse. For this reason, they are called Sexually Transmitted Diseases. They are 
relatively easy to contract. STDs are serious and painful. Gonorrhea, herpes, chlamydia, syphilis and 
AIDS are the most common STDs. 


A person becomes infected with STDs when he/she has: _ 


e vaginal sexual intercourse, OF 
|. @ anal sexual intercourse, or 
@ oral sex 


with an infected person. 


The vagina, penis, rectum and mouth are the sources from which the STD germs can invade the 
body. , 


8.2 STD Symptoms 


Many STDs show early symptoms which disappear without treatment. But the germs remain in 
the body, causing damage to different organs. Some STDs give mild or no symptoms at all, 
particularly in women. One with an STD may look: and feel healthy, but can still infect partners or 
unbom babies. eee ee 


SOME SYMPTOMS OF STDs 


WOMEN * Unusual discharge or foul smell from the vagina. 
¢ Pain in the lower abdomen — between the navel and sex organs. - 
* Buming or itching around the vagina. , 
* When having sex, pain deep in the vagina. ~ 


BOTH * Sores, bumps , blisters or rashes in or near the sex organs or mouth. - 
MEN & * Buming pain while passing urine or having a bowel movement. 
WOMEN * Swelling or redness in the throat. 

* Fever, chills and aches — like flu. | o 

* Swelling in the groin — the area around the sex organs. 


* A drip or discharge from the penis. 
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There may be various complications due to STDs, if proper treatment is not given. They include: 


e complications of pregnancy — congenital syphilis leading to stillbirth. Other STD infections 
may be responsible for other birth defects. | 

e complications in infants — infection with gonorrhoea causing blindness, other complications 
are conjunctivitis (an eyé infection) and pneumonia. 

@ complications in others — infertility, hepatitis, dementia and cancer. 


8.3 Prevention and Treatment of STDs 


Abstinence is a fool-proof method of preventing STDs, but a really difficult one. The following 
guidelines can do much to prevent STDs : 


Avoid sex with partners who have genital rashes, redness, sores or discharges. 

Stay away from casual relationships. 

Reduce the number of your partners as much as possible. 

Use condoms. | 

Urinate and wash the genital area after intercourse. This helps in avoiding some genital 
infections. 

e Prevention of STDs would also reduce the risk of HIV transmission. 


Early treatment is always desirable to prevent complications and further spread of infection. 
Upon suspicion of infection, the person needs to consult a health clinic or the family physician. 
Regular check-ups are also recommended if safer sex is not practised, or as soon as any sign of an 
STD is noticed. Most STDs can be cured if correct treatment is given. It should be remembered that 
early diagnosis and treatment of STDs would prevent HIV transmission. 


Epidemiological data worldwide as well as in South-East Asia show that the major mode of HIV 
transmission is through sexual intercourse and that HIV is primarily a sexually transmitted disease. The 
relationship between STDs and AIDS is twofold : (1) STDs are a marker for high risk behaviour: the 
same high risk behaviour predisposing for STDs also predisposes for HIV infection (i.e,. unprotected 
sexual intercourse with multiple partners); and (2) STDs appear to serve as an important risk factor 
facilitating the transmission and acquisition of HIV infection. HIV transmission is easily spread in a 
person who has genital ulcers caused by STDs. STDs which do not cause ulcers are also implicated. 
- Some studies have shown that women having HIV infection are more likely to have had infections 
which do not cause ulcers. Moreover, internal sores or inflammation often pass unnoticed in a woman, 
and inflammation alone also increases the risk of HIV transmission. 


Thus the control of STDs contributes significantly to a reduction in HIV transmission. 
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SUMMARY 


The first cases of AIDS were seen in the United States in 1981 but the virus 
responsible for the disease was isolated in 1983. It is now known as the human 
immunodeficiency virus (HIV). HIV infects the CD4 white blood cells; these ‘Gre’an 
essential part of the body's immune system So that, when they are destroyed, the infected 
person becomes susceptible to a range of opportunistic infections and cancers. HIV is a 


retrovirus, i.é., its core consists of RNA. When this RNA is injected into a human cell, an 


enzyme called reverse transcriptase converts it into DNA, which is then inserted into the 
cell DNA. Replication takes place when the infected cells are.activated in fighting another 
disease. Although antibodies to HIV are produced in the human body, they do not 


inactivate it. 


Acute HIV syndrome, associated with seroconversion can occur as early as few 
weeks after a person is infected. The person may be asymptomatic or develop ‘flu like’ 


symptoms and signs. The ‘window period’ is when a person is infectious but not positive 


in HIV — antibody tests. Usually 3-5 years after the infection, generalized painless 
swelling of lymph glands develops which persists for few months to many years. The 
diagnosis of having AIDS is demonstrated by the presence of one or more of the several 
opportunistic infections, cancers and other. infections like pnuemonia, persistent 
diarrhoea, skin cancer called Kaposi's Sarcoma, infections of the nervous system leading 
to deterioration of intellectual capacity (dementia). It is essential to demonstrate the 
presence of HIV in the blood with the help of sensitive blood tests. Current evidence 
suggests that about 20% of those infected with HIV may go on to develop full-blown 
AIDS within five years and about 50% within ten years. Sexual intercourse is the most 
frequent mode of transmission of HIV; parenteral transmission also occurs through the 
transfusion of infected blood or the use of blood-contaminated skin-piercing instruments; 
while perinatal transmission refers to the passing on of HIV infection from mother to 
child before, during or shortly after birth. Children can contract HIV infection from their 
mothers, sometimes from breast-feeding. 


Due to the absence of a preventive vaccine or curative drug, prevention is the only 
cure. Prevention via the sexual route involves reducing number of multiple or unknown 
sexual partners, practising safer sex options and usage of condoms for all sexual 
penetration activities. Ensuring screening of blood and blood products, and proper 
sterilization of all surgical equipment/needles reduce transmission-risks by the blood 
route. Thirdly, prevention of infection to childbearing women or avoidance of pregnancy 
by infected women are the prevention options for perinatal transmission. 


STDs refer to communicable, sexually transmitted diseases which have a direct 
relationship to HIV infection. STDs are an indicator of high-risk sexual behaviour and 
increase the chances of HIV transmission particularly among those with genital ulcers. 


Thus, early and effective treatment of STDs becomes crucial to prevention of HIV 
transmission. 
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MODULE 2 


HIV COUNSELLING: ITS NATURE AND PURPOSE 


2 
Objective: To enable the trainees to understand the principles of HIV counselling and the need 
for such services. 


Time to complete Module: 2 hours 15 minutes. 


SUMMARY . OF ACTIVITIES 


(1) Role play & Brainstorming : What is counselling? | 
(2) Small group activity : HIV counselling as distinct from other fonns of helping. 


(3) Review Questions. 


Activity 1: ROLE PLAY & BRAINSTORMING: WHAT IS COUNSELLING? 
(20 minutes) } 


This activity is designed to introduce the trainees to the concept of counselling. The trainer 
begins by inviting three group members to volunteer for a role play. He/she gives them a brief 
description of their roles (two members are the clients and onc plays the counscllor) and instructs them 
to enact the role play spontancously for 10 minutes. 


After the role play, the trainer asks the full group to brainstonn on what they observed and 
understood about what is counsclling. Make bricf notes of the responses on the flip chart. Allow 10 - 
minutes for the brainstorming. At the cnd, put up Overhcad #1 giving a general definition of | 


counsclling. 


Activity 2: SMALL GROUP ACTIVITY: HIV COUNSELLING AS DISTINCT 
FROM OTHER FORMS OF HELPING (1 hour 30 minutes) 


This activity is designed to familiarize trainees with the concept of HIV counselling, and its 
distinction from other activities. Allow up to one-and-a-half hours for this scssion. 


Divide group into sub-groups of four people. Give cach group the following prepared chari on 
a picce of flip chart size paper and ask them to brainstorm and complete the vacant cells of the matrix 
using the whole shect of paper. An alternative or cven an addition to writing down responscs in words, 
is for the sub-groups to draw them in picture form or cven to act them out as small role plays so they 
can see visually the differences between the various activities. 
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Strengths (+) and 
Weaknesses (-) 


“Consists OF’ Or Main 
Features 


Type of Helping Activity 


Offering Infonnation 
Showing Sympathy — 
Listening 


Health Education 


HIV Counsclling 


As well as completing the chart, ask cach group to offer their own definition of HIV counselling. 


After thirty minutes, put up the charts on a wall and ask one person from cach sub-group to take 
the whole group through the contents of the charts. Ask that person also to offer the group's definition 
of HIV counselling and write that down on a blackboard or whiteboard or flip chart. How do these 
compare with cach other? | 


_. After cach group has reported back, look at the HIV counselling definitions and list on the flip 
chart essential fcaturcs from the various groups’ definitions. How docs this relate to the WHO 
definition? (sec Supplementary Reading). , 


Activity 3; REVIEW QUESTIONS (25 minutes) 


Trainces fill in their responses on the worksheet of review questions, individually. Allow 10 
minutes. The trainer then ends this Module — session with a gencral discussion/sharing of various 
members’ responses to cach of the three questions in the worksheet for 15 minutes. 


() 


(2) 


(3) 


WORKSHEET: RE VIEW QUESTIONS 


What can counsellors do to reduce the Stress of those infected with HIV? 


Sh i ae a ea gS Se ee oe 


TE SS 


Ifow is counselling different from health education? 


(a) 


(b) 


i A 
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ROLE PLAY: For Activity I 


Neena and Shyam. are a married couple who have a one year old child. They have been marricd 
for two years. Shyam works as an engincer while Neena is a schoolteacher. Neena had to take some 
months leave during her first pregnancy. Now, Shyam is keen to have a second child but Necna feels 
this is not the right time for another child. They come to a counsellor for help. 
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OVERHEAD # 1: For Activity J 


4 


DEFINITION OF COUNSELLING 


“Counselling is a helping process where one person, explicitly 
and purposcfully, gives his/her time, attention and skills to assist 
a client to explore their situation, identify and act upon solutions 
within the limitations of their given environment.” 
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Supplementary Reading 


HIV COUNSELLING: 
ITS NATURE AND PURPOSE 
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4 


HIV COUNSELLING: ITS NATURE AND PURPOSE 


In counselling, two people who are in no way related to each other meet to resolve a crisis, solve 
a problem, or make decisions involving highly personal and intimate matters and behaviour. The 
counsellor's emotional detachment in assessing the client's case is extremely important, although people 
who know nothing of counselling may misinterpret it at first as lack of interest or unfriendliness. There 
is, however, a continuous gradation between detachment and closeness, within which the counsellor must 


find the correct balance; this is important in promoting the well-being and problem solving skills of the 
client. 


The client may know nothing about counselling or what it involves. Talking to a stranger about 
personal matters may be frightening, intimidating or culturally prohibited. The counsellor should begin, 
therefore, by finding out what the client knows about counselling and expects of the counsellor. If 
necessary, the counsellor should explain the process briefly, illustrating it with examples, discuss the 
client's fears about it, and then listen to the client's own account of the problem. This account will be 
subjective and perhaps inaccurate, but the client should be satisfied that the counsellor is giving full 
attention to the matter. This is the basis of trust. It is important to understand that counselling is about 
helping people, and that, as all people are different, there can be no universal or predetermined method 
of counselling. However, the need for prevention of infection and the commitment to providing support 
to people already affected by HIV are present in all cultures and contexts. 


HIV/AIDS counselling has two general objectives: (1) to provide psychosocial support to those 
already affected; and (2) to prevent HIV infection by changing life styles and life style/ behaviour. In 
order to achieve these objectives, counselling seeks to enhance self-determination, boost self-confidence, 
and improve family and community relationships and quality of life. HIV/AIDS counselling therefore also 
means providing support to families and loved ones, so that they, in turn, can help to encourage and care 
for people with HIV infection. 


ion : upport are mutually complementary. In HIV counselling, prevention efforts that are 
not Sea eLAay by exve type of ma Bie are unlikely to be effective. The acceptance of prevention 
messages is always improved when these messages are made personally relevant !o individual needs and 
ife-styles. The way in which those messages are provided in a counselling context should also encourage 
fea trust and understanding that make behaviour modification attractive and sustainable. 


pan ‘th individuals, couples, families and groups. Counselling provides 

Counselling nied pa piba of individual responsibility needed if people are to build 
psychosocial ae d modify their life-styles. This involves helping people to define for themselves the 
ae ree ws they are facing and then make realistic decisions about what they can do to reduce 
nature of the oe e roblems on themselves and their family and friends. Therefore, helping people lo 
ae wage mf : fide a e to make life-style changes is an integral part of the counselling relationship. 
achieve 


Counselling as a process can. 


(1) ensure passing-on of correct information; 
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(2) provide support at times of crisis; 


(3) encourage change when change is needed for the prevention or control of infection; 
(4) help clients focus and identify for themselves their immediate and long-term needs; 
(5) propose realistic action suitably adapted to the different clients and circumstances; 
(6) assist clients to accept and act on information on health and well-being; and 


(7) help clients to be well-informed and appreciate. the technical, social, ethical and legal 

implications of HIV testing. 

The techniques used in counselling may vary from country to country, and perhaps also within 
countries, depending on the background of the people being counselled and the type of health or social 
services locally available. Effective counselling need not follow any set pattern or approach. It should 
certainly not be restricted to a clinic or a structured doctor-patient situation. The most successful 
counselling often takes place outside the context of formal relationships. 


Counselling nevertheless involves much more than a single or occasional informal discussion. 
The need for continued support and help with problem-solving is a common feature of most HIV- 
related situations and should be,a key aspect of most counselling relationships. 


1... WHO IS HIV/AIDS COUNSELLING FOR? 
In the context of HIV/AIDS, counselling is recommended for the following: 


Persons already identified as having AIDS or being infected with HIV, and their families. 

Those being tested for HIV (pre-and post-testing.) a 

Those seeking help because of past or current risk behaviour and planning their future. " 
_ Those not seeking help but who practise high risk behaviour 


With these priorities in mind, the types. of situations in which counselling is of value, and people 
_ Seek care, might include : 


e people with AIDS or other disease related to their HIV infection; | 
@ people experiencing difficulties with employment, housing, finances, family, etc. as a result 
of HIV infection; . : 

people considering being tested for HIV; 

people who have been tested for HIV (whether or not they are infected); 

the family and friends of people who are infected with HIV: 

people worried that they might have become infected with HIV; 

health workers and other professionals who come into regular contact with people infected 
with HIV; | | 

people who choose not to be tested despite past or present risk behaviour, 


people who are unaware of the risks of HIV infection involved in specific behaviours they 
have, or are, engaged in. 
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2. WHERE CAN IT BE PROVIDED? 


HIV/AIDS counselling can take place in any settin 
8 where there is, or could be, a discussion 
about HIV/AIDS. Such settings include wards in hospitals, centres for sexually transmitted diseases, 


addiction centres, prisons, community health centres, schools, churches, outpatient clinics, and all 


health outreach or community-based programmes. There will inevitably be 
: . th 
should be considered for the purpose. y De other types of settings that 


being interviewed. A supportive, helpful relationship cannot develop if the counsellor does not 
acknowledge both the gravity of the problem and the context within which discussions about it take 
place. For example, trying to ask questions about sensitive personal topics in a crowded clinic waiting- 
room obviously calls for an approach quite different from asking the same questions in a private place. 
Attention to context is important in any form of counselling, but is particularly important in 
counselling with relation to HIV infection because of the severe stress and Stigma associated with the 
condition. 


3. WHO SHOULD PROVIDE IT? 


_ In addition to doctors, nurses, psychologists, psychotherapists and social workers, other people 
can readily be encouraged and trained to provide counselling support. Counsellors need not be 
professional health-care providers. Teachers, health educators, laboratory personnel. religious and 
community leaders, youth group workers, traditional healers, and members of self-help groups can 
undertake both preventive and supportive counselling. 


4. WHY IS IT NECESSARY? 


\ 


Being diagnosed as having, recognizing the possibility of, or suspecting the existence of HIV 
infection or AIDS all have profound emotional, social, behavioural, and medical consequences. The 
type of personal and social adjustment required in the context of HIV infection Often has implications 
for family life, for sexual and social relations, for work and education, for spiritual needs, for legal 
status, and for civil rights. Adjustment to HIV infection involves constant stress management and 
adaptation. It is a dynamic, evolutionary, and lifelong process that makes new and changing demands 
on individuals, their families and the communities in which they live. 


Most people are limited, or feel that they are limited, in what they can do and in what changes 
they can make in their lives. Whether these limitations are real or imagined, or whether they are past 
or present, they all have to be taken into account and dealt with if behaviour modification is to be 


successful and sustained. 


During the course of HIV infection, a broad range of physical needs and problems are likely to 
be bea These are not necessarily constant, and will progressively become more scrious and 
po be handle They call for increased and different resources, both for those who are HIV-infected 


and for the people looking after them. 
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The changing nature of these needs imposes a variety of psychological and emotional fea a 
individuals and those closest to them, which may threaten identity, independence, cto . yet? 
status. They can also involve fears of loneliness, of dying and death, of guilt and anger. Dealing wi 
HIV disease also imposes direct and indirect financial costs, particularly when economic productivity 
is affected by illness; much of the stress experienced by people infected with HIV may reflect 
underlying anxieties about economic independence and family obligations. | 


Counselling must therefore take into account not only the most immediate social and medical 
environment of clients, but also their social relationships and attitudes and beliefs about HIV/AIDS. 
Counselling must also ensure that factual education and information are provided in a way that is truly 
relevant to the day-to-day life of the person concemed. It must take into account such things as the 
sexual needs and history of the patient, occupation, education aspirations, and hope, together with 
what will be needed to inspire new and perhaps different approaches to safer sex and responsible 


social relationships. 


Counselling the family, lovers, friends, employers, or colleagues of people with HIV must 
include providing up-to-date, technically correct information. It should also take into account the life- 
style of the person with HIV and seek to explore the opportunities for, and constraints on, changes in 
behaviour and constructive adaptation to HIV infection. 


If counselling is to be effective, it must first of all be seen as acceptable. Its acceptability will 
always be improved if it clearly takes into account the nature of the many social relationships, 
commitments, and obligations most individuals have. Each of these relationships may have the 
potential for motivation and support. 


In summary, counselling people about HIV infection is important because: 


e infection with HIV is lifelong; 7 , ) 

e a diagnosis of HIV infection can create enormous psychological pressures and anxieties that 
can delay constructive change or worsen illness, especially as the HIV epidemic has given 
rise to fear, misunderstanding and discrimination; _ Br cs 

e behavioral change can prevent a person acquiring HIV infection or transmitting it to others. 


5S. MAIN FUNCTIONS OF COUNSELLING 


Counselling has two main functions : the provision of social and psychological support to those 
affected by HIV and the prevention of HIV infection and its transmission to other people. 


5.1 Psychosocial Support 


People diagnosed as having HIV infection and HIV-related illness, including AIDS, and those 
Close to them are confronted by a host of problems that call for emotional and/or practical support. 
Anxiety about having spread infection, physical isolation, hospitalization, discrimination within the 
community or family, loss of housing, interruption of education, financial problems, the physical 
effects of illness, disease progression, loss of relationships, bereavement, anger, loneliness, and 
depression are all concerns that may have to be managed. 


These problems may be periodic, both for the person with HIV/AIDS and for those providing 
care for them. The fact that they are not always constant and not always predictable produces physical 
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and emotional stress. Counselling can be particularly helpful in identifying the circumstances under 
which these concems are likely to be present and in helping the person plan how to best deal with 


them in a proactive fashion. Where this is not possible, counselling can help the person react to these 
problems as and when they arise. 


It is important to remember that counselling incorporates a process of empowerment for the 
~ person with HIV. Living with HIV infection or disease does not mean living despite HIV; through 
counselling, the personal strength and resources to face and manage such concerns can be identified 
and mobilized, so that living with HIV may include periods of constructive enrichment quite 
independent of the crisis of infection or illness. Counselling may not be required for this purpose, but 
where people cannot see beyond their infection, it can assist persons with HIV to normalize aspects 
of their lives that they may otherwise overlook. 


Counselling should help those affected by HIV to live fully and productively by enabling them 
to resume (or assume) authority over their own lives and decision-making. Problems can often be 
placed in a new light, allowing a more creative approach to problem-solving and decision-making. 
Counsellors may often find themselves in the role of “patient advocate”, generating a therapeutic 
strength in individuals, families, or communities by their support. 


Enabling people to remain active in their work, in their education, in their families, and among 
friends helps to reduce dependence on health and social services and can also reduce the likelihood 
of psychological problems. 


5.2 Prevention 


There are five main steps in situations where prevention of HIV infection is the primary goal of 
the counselling interaction. These are: 


(1) determining whether the behaviour of an individual or group of individuals involves a high 
risk of HIV infection; ; } 


(2) working with the people concerned so that they understand and acknowledge the. risks 
associated with their behaviour, 


(3) defining with them how their life, attitudes/values and self-image is linked to these 
behaviours; 


(4) helping individuals to define their potential for attitude shifts, behaviour modification and 
change; and 


(5) working with individuals to introduce and sustain the modified behaviour. 


Within any culture or social group, high-risk behaviours are likely to be influenced by a variety 
- of factors. Peer-group pressure to perform in a particular way, financial pressures, Cultural beliefs about 
what is acceptable and expected, Opportunity to innovate, and lack of knowledge about the risks 
involved may all play a role, depending on the person and situation concemed. 


Counselling requires a substantial input of health education, but health education messages nced 

‘to be made personally relevant and in the context of achievable goals. They also need to be presented 
“sn the context of detailed and sympathetic discussion. Counselling seeks above all to encourage . 
~ individuals and groups to make choices about personal life-styles and responsibilities, In order to be 
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i i individual or group being counselled must be 
nsistently accessible support for the indivi | 
ae Se eie these is no feeling of dialogue or exchange between the counsellor and the client, 
hd no feeling of genuine support, the essence of the preventive message can often be lost. 


(1) Primary prevention 


Counselling for primary prevention is needed by people who are at risk of HIV infection but are 
not known to be infected. Some of them may already recognize that they are at isk; others will be 
unaware of the risk involved in their behaviour. Counselling in primary prevention thus focuses on 
highlighting and discussing behaviour that presents a risk of HIV infection, and reviewing ways of 
managing individual change that will lead to their giving up of,high-nsk behaviour as outlined above. 
In any society, a variety of individuals and groups may be at risk. Commercial sex workers and their 
clients, other men and women with many sex partners, men who have homosexual relationships. 
people with haemophilia, and people who inject drugs deserve special attenuon. In addition, however, 
military personnel, truck. drivers, and migrant workers. who spend long periods of time away from 
home, and adolescents may all be pressured by their everyday circumstances to engage in risky 
behaviour. Each of them represents a different challenge with regard to how and where they can be 
reached. Bars, clubs, hospitals, drug treatment centres, military bases, schools, youth clubs, and sports 
clubs can all provide opportunities for counselling or at least for informing people about the 
‘availability of counselling. 


(2) Secondary prevention 


For persons known or considered likely to be HIV-infected, counselling should emphasize the 
implications of HIV infection and the ways in which transmission can be avoided. This should be done 
in a context of support and understanding, focusing on the need for personal responsibility for the 
health and welfare of those with whom individuals may have intimate sexual contact. 


In this context, referral by health centres, testing facilities, hospitals and other institutions or 
organizations becomes especially important. The staff at these places therefore need to know, and 
inform people with HIV, where counselling is available. They also need to be able to help the client 


find a counselling service that is physically and socially accessible and most likely to be acceptable 
to the person concemed. 


Outreach for counselling to prevent secondary transmission may need to be just as innovative 
as primary prevention programmes. Some people diagnosed as HIV-infected are likely to move from 
place to place in search of friends, support, and care, and in an effort to deal emotionally with the fear 
of AIDS. They may be reluctant to participate in counselling or any other follow-up activity unless 
steps are taken to reach them and help them appreciate the benefits of counselling. 


The question of the sexual transmission of HIV needs to be addressed in counselling for 
secondary prevention. The importance of adopting practices that eliminate or minimize the possibility 
of infecting sex partners must be emphasized. Condom use, low-risk sexual practices, alternative ways 
of seeking gratification, and celibacy will need to be discussed. Similarly, the need to inform current 


or previous partners about the possibility that they have been infected may need to be considered, and 
different ways of reaching these people reviewed. 


In considering the prevention of transmission through blood or blood products, counselling needs 
to stress the importance of not donating blood and of not sharing syringes, needles or other skin- 
piercing equipment. Drug injectors often have or select friends who share the same behaviour. Pressure 
from friends to continue high-risk practices is likely and has to be appropriately planned for. Similarly, 
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the difficulties in reaching and working with drug injectors, who are afraid of prosecution or of 


rejection by family and acquaintances who do not know about their drug behaviour, will have to be 
addressed. 


Perinatal transmission may also be an important concem. In the case of women who are already 
pregnant, the possibility of interrupting the pregnancy or the desire to do so will have to be dealt with, 
taking into account all the many cultural, familial, emotional and medical factors that can influence 
‘ such a decision. Prevention of future pregnancies should also be discussed. 


6. CONTENT OF COUNSELLING 


As already pointed out, the main functions of counselling are the provision of support and 
information to those affected by HIV, AIDS or related diseases. In addition counsellors may be called 
on to provide information and support to those seeking to prevent infection or re-infection. Certain 
basic information on HIV/AIDS will have to be provided in all such counselling. Information must 
often be repeated to clients over the course of different sessions. | 


HIV/AIDS counselling should therefore include discussion of the following: 


the primary need to prevent infection and re-infection; 

basic information about HIV infection and associated diseases, and means of transmission: 

assessment of the level of risk of HIV infection; 

review of possible sources of a client's infection, | 

specific information on risk reduction by changing risk behaviour, e.g., through protected or 

safer sex; ae | ard) 

e exploration of cultural and value obstacles to changing behaviour or adopting safer sexual 
practices; : od 

e information about what testing can and cannot do, and assessment: of the consequences of 
having the HIV-antibody test; 

e follow-up guidance after testing has been done; 

how to tell others that one is HIV-infected; and | 

e handling hostility, fear and feelings about having HIV infection or being diagnosed as having 


AIDS. 


When a person is diagnosed with HIV, counselling must also include: 


e supporting the process of anticipatory grief, — 
e planning for continued involvement of the client in self-care; ' | 
establishing. or re-establishing a support network to provide physical and emotional care 


during the course of the disease, 


loring ways of taking care of survivors; and 
a has € death and continuing to provide emotional support. 


e 
e accepting fear o 


7, COUNSELLING AND RESISTANCE TO CHANGE 


principal means of helping people understand why they resist changing 


Counselling is one of the llor may need to explore and explain reasons repeatedly and in various 


their behaviour, and the counse 
ways. 
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is not sufficient to bring ‘about or sustain change in behaviour. Even when 
nea HIV infection is spread ey ity coal RE ee 
the resources — including counselling — which are available to them. They may see no point in doing 
so, or they may fear losing face - a man may feel it unmanly to use a condom or a woman bane 
wish to offend her partner by asking him to do so, or to change behaviour might go against traditional 
or religious beliefs. Frequently, the habits and kinds of behaviour to be changed will have been 


pleasurable to the person, or have an important symbolic meaning. 


Simply informing people is not enough; it does not affect factors in the environment that may 
contribute to, or reinforce risk behaviour. 


“When responsibility for change is not shared (individual-social) changes that occur are 
more likely to be temporary because of lack of reinforcement in the physical and social 
environment. For example, many educational and skill development approaches assume that 
individuals lack knowledge or skills, and attempt to provide what is lacking in the ~ ‘| 
individual. However, if the broad environment does not lend support for the use of the 
knowledge, then the likelihood of the knowledge being used is reduced. Additionally, even 
if the knowledge is used, the change may be insufficient to overcome the problem. While 
education, provision of knowledge, and skill development may all be necessary, they are 
not sufficient to stimulate and maintain change. They are important as part of the basis of 
health promotion; however, too often they are also the end point."’ An example is the 
commercial sex worker who is knowledgeable about the use of condoms to protect herself 
from HIV infection during sexual intercourse. She may not be in a position to refuse a 
client who does not wear a condom as she has no Support from the brothel authorities. 
Therefore, inspite of the knowledge due to lack of social Support the sex worker cannot put 
to use the knowledge she has acquired. 


To promote and sustain the behavioural changes needed to prevent HIV transmission, the 
counsellor needs to work intensively not only with infected or sick persons but also with their families 
and other people who matter to them. Moreover, the counsellor will have to be sensitive to other 
people and to attitudes in the social environment which may inhibit behavioural change or actively 
promote and support risk behaviour. The people who should be included in the counselling process 
will vary in each individual situation and will depend to a certain extent on who the HIV-infected 
Person chooses to be included. Family members, loved ones, friends, and colleagues in the workplace 
~ all may be involved in the counselling process. The degree to which they are involved will depend 
in part on the needs of the HIV-infected person but will be influenced as well by the need of the 
individuals themselves to be included. It is essential for the counsellor to maintain a view of the HIV- 
infected person not as an isolated individual but as a person within a larger social framework. In each 


instance that framework will need to be defined and will thus determine who will be included in the 
counselling process. 


After learning that they are HIV-positive, people may have Strong feelings. Most will be shocked. 
some people may enter a stage of denial. Many, especially if they feel well, will refuse to accept that 


may not be a sufficient motivation, but the counsellor must consistently and patiently keep them well 
aware of the risks and support thcir efforts to change their behaviours. 
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8. COUNSELLING AND HEALTH EDUCATION 


Psychosocial counselling in relation to HIV infection and health education of the public are the 
primary ways of: (1) reducing resistance to behavioural change; (2) helping people adjust to the need 
to change behaviour; (3) assisting individuals, families, and communities to use social, medical, 


spiritual and economic support Systems; and (4) reinforcing healthy behaviour which may already 
exist. | 


Counselling thus complements health education, but serves a different purpose for the many 
people who may not believe that they themselves are directly threatened, who find it hard to change 


risk behaviour, or who are unable to apply general information to their own specific circumstances. 
Counselling is essential to help such people to: 


(1) ‘understand the consequences to themselves and others of their risk behaviour. 


. (2) define their potential for changing risk behaviour to protect both their own health and the 
| well-being of others; and | 


(3) find and use the personal and social resources necessary for starting and maintaining 
behavioural change or managing illness. 


Education is an important tool for counsellors. A counsellor teaches constantly, giving new 
information, separating fact from myth, and informing clients about available resources. 


The counsellor both guides and educates, whether in helping a client determine how to avoid 
infection, deciding whether or not to take a test, or explaining how HIV infection is transmitted. 
Counselling is therefore geared to motivating people to interpret information, incorporate it, and act 
on it. The aim is toward helping people cope with their stress and fears regarding their potential or 
actual infection with HIV. : 


Health education and counselling both : aim at changing risk behaviour, use two-way interaction 
and rely on communication skills. However, beyond just education, which is emotionally neutral. 
counselling involves strong emotional overtones. The role of the counsellor then augments the coping | 
capacity of the individual and family to deal with the emotional impact of HIV infection. 


Finally, counsellors must keep up with current knowledge and combine this knowledge with the 
skills of listening, supporting and guiding. 
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SUMMARY 


HIV/AIDS counselling is aimed at providing psychosocial support and preventing 
HIV infection. Psychosocial support is necessary because a diagnosis of HIV infection 
confronts people with.a host of emotional and/or practical problems. Counselling is of 
vital importance in overcoming resistance to making the changes in behaviour that are 
necessary if risk is to be avoided and transmission prevented. Counselling in the context 
of prevention can take the form of primary prevention, intended for people at risk but not 


known to be infected, and secondary prevention, where clients are known or thought 


likely to be infected. Primary prevention focuses on risk behaviour, while the main 
emphasis in secondary prevention is on preventing transmission. Counselling implies 


‘education but, unlike health education, is directed towards the specific needs arising from 


HIV infection. It also involves communication; however, it differs from casual 
conversation in that the information exchanged and obtained is specific, focused, and 
Serves a purpose. Mey: 3 


MobDUwuLE 3 


VALUES AND ATTITUDES OF 
A GOOD COUNSELLOR 


- 


MODULE 3 


’ 


VALUES AND ATTITUDES OF A GOOD COUNSELLOR 


Objective: To enable the trainces to appreciate the need to be non-judgmental, and explore their 
own attitudes and values which may come in the way of counselling. 


Time to complete the Module: 2 hours 25 minutes. 


SUMMARY OF ACTIVITIES 


(1) Pair work: Exploring altitudes. 

(2) Group discussion: Values continuum. 

(3) Presentation: Need to be non-judgemental. 
(4). Individual work: Listing of words. - 

(5) Summarizing. 

(6) Review Questions. 


Activity 1: PAIR WORK: EXPLORING ATTITUDES (30 minutes) 


This activity is designed for the participants to become more aware of their own personal valucs and 
attitudes. This will also give them a chance to listen to different opinions and values of their colleagues. 


Trainces complete the "fill in the blanks” exercise in workshect |. Each trainee finds a partner and 
discusses why he/she agrecs or disagrees with the statement. Allow 25 minutes for this activity. 


The trainer sums up by discussing the following issucs with the group: (5 minutes) 


Why are these called “controversial” statements? 


= | 
@ Have you hcard of such statements being made by people? Which ones arc most frequently stated? 
@ Did you feel comfortable discussing your views with your partner? 
e Were you surprised when your partner disagreed with you? 
e@ Did you change any of your views after listening to your colleagucs? 
DiS ~53:- Va i" Rog, Ped 
PN mee \! We a 
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OHS 88 ; eh. “t ATIO™ : r ji 


38 


Activity 2, GROUP DISCUSSION: VALUES CONTINUUM (45 minutes) 


ups of no more than 10 or 12. Give cach participant onc of the 


‘cipants to sil in a circle in gro : ! : ar 
a hat is on their particular card: 


following cards. Instruct them not to disclose to others w 


oral scx 

marriage 

anal scx 

family planning 

vaginal scx 

homosexuality 

incest 

masturbation 

extra-marital scx 

bisexuality 

scx before mariage 

using addictive drugs Pats 
having more than one scxual partner at a lime 


“se 


In the middle of the floor place two cards some distance apart: one reading Acceptable to me, the other 
Unacceptable to me. Explain to participants that these cards represent a continuum which ranges from totally 
acceptable to totally unacceptable, Participants will take it in turns to read out the word or words on their 
card, say how they personally fecl about that particular topic and then place the cards somewhere in the 
continuum where thcy feel it belongs. When everyone has placed the card somewhere in the continuum, 
discussion is opened up for others to express their opinions on the placements of various cards. Aficr 
listening to the views and opinions of other participants, explain that they each now have the opportunity to 
move the card from where they placed to another in the continuum if they so wished. 


It is not the purpose of this activily to achieve agreement in terms of responses to these different topics; 
instead it is to explore the differences in values which will cxist in any group. 


In plenary, discuss : 
@ How did it feel to express your own valucs here in this proup? 
@ How did it fccl to listen to others express their values? 


@ Were you surprised by anything? 


Allow 45 minutes for this activity. 


Activily 3: PRESENTATION: NEED TO BE NON-JUDGEMENTAL (15 minutes) 


Using the experience of the exercise conducted as Activity 2, the trainer explains how being 
judgemental adverscly affects counselling. He/she gives the following examples : 


Statement by Counsellee —: "| went to a prostitute last night. Do you think I could have 
caught AIDS?” 


Counscllor's Reaction : "What can you expect if you indulge in this bad habit?” 
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Statement by Counsellee_ : “I am going to have an arranged marriage next month, but my 
parents and future husband do not know that | am having an 
affair with a boy in my college. | don't know what to do"! 


Counsellor's Reaction “| am ashamed of you. Shall I tell your parents?” 
7% 


Statement by Counsellee — : “For the past one year | am taking drugs. Now, | hear that people 
who take drugs get AIDS. Is that truc?” 


Counsellor's Reaction : “Of course, it is truce. You should never take drugs.” 


Now ask the participants to volunteer to respond in a non-judgemental way to cach of the 3 statements 
given above. They may cither verbalize or write their responses. Ask a few of them to call out their responses 
for cach statement and acknowledge the ones which are non-judgemental and supportive. 


Give 15 minutes for this presentation. 


“Activity 4: INDIVIDUAL WORK: LISTING OF WORDS (30 minutes) 


The workshect #2 for this activity has several words/phrases along the Icft margin. The trainees will 
be asked to put down two words that come spontancously to his/her mind in response to the trigger words. 
Encourage trainces to use words that reflect an emotional response to cach trigger word rather than mercly 
provide altemate words/synonyms to mean the same thing. Even if the exercise is being conducted in English, 
the words may be expressed in the local language if found more Cxpressive. 


Trainces will be asked to do this exercise fast, allowing only five minutes for this part of the activily 


The trainer then takes all the worksheets, and onc-by-one asks participants to take any onc shect at 
random, read out the responses to any one trigger word and discuss whether the listed words are primarily 
positive or negative. All participants must get the opportunity to read out and discuss the responses lo at Icast 
one trigger word and the whole list must be covercd. 


The trainer takes note of the responses and uses his/her observations Lo summarize with the group how | 
different words are perceived and reacted to cmotionally. Allow 30 minutes for this activity 


> 


Activity 5: SUMMARIZING (10 minutes) 


The trainer highlights (preferably through usc of overhead transparencics) the points brought out in this 
module, that people from different backgrounds have different valucs which influcnee altitudes towards [11V 
infection and AIDS. There is thus necd for counsellors to explore their own attitudes and values that may 
come in the way of counselling. It is important to be non-judgemental. 


Activity 6: REVIEW QUESTIONS (15 minutes) 


Allow 10 minutes to the trainccs to fill the workshect 3. Trainer to discuss the likely answers with the 


(rainccs. 
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CONTROVERSIAL STATEME 


WORKSHEET I 


NTS: “FILL IN THE BLANKS” EXERCISE 


In the blanks Gill in an (A) for agree and (D) for disagree. 


l. 
2. 


a. 


Women with HIV infection should not have children. 

People with AIDS should be allowed to continue work. 

AIDS is mainly a problem of pcople with immoral behaviour. 

Men who have sex with men indul ge in abnonnal sotad behaviour. 

People with HIV infection should be isolated to prevent further transmission. 

[Lisa valteatye responsibility to care for people with HIV ‘station, 

[ would feel uncomfortable inviling somcone with HIV aan into my house. 
Surgcons should screen all patients for HIV infection before surgery. 

| would fecl uncomfortable discussing sexuality with a person of the opposite sex. . ; 
Injecting drug uscrs should compulsorily be tested for HIV. : 


It is alright for men to have scx before marriage. 


School children should not be educated about safer sex. 


Women should never have extra-marital sexual relations. 


All professional blood donors should be jailed. 


It is difficult for malc counsellors to talk to women clients about condom usc. 
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WORKSHEET 2 


LISTING OF WORDS 


4 


= lwo words that come to your mind spontancously when you think of the following words. As far 
38 possi! le, list words that reflect your emotional response to the given word instcad of a mere translation 
or definition of the word. For cxample, two words for “sex” may be: |. Fun; 2. Immoral. 


Sex Worker I > 
Secieasional Blood Donor l. 2: 
Pregnancy : tif | Zz 
Injecting Drug Uscrs | e , Z. 
Teenager t ‘Mi? 
Condom | | I. | 2. 
S.T.D. ) I. Ny anny 
Homoscxual : ie : Z, 
Masturbation iy z: 
Wifc I. | 2. 
Boy Fricnd ie 2. 


AIDS the 
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WORKSHEET 3 


REVIEW QUESTIONS 


(1) Why is it important for a counsellor to examine and understand his/her own attitudes? 


aoa 
ee en ee Se 


(2) Why is it necessary to be aware of cultural influences on counselling? 


(3) Why is confidentiality important in counselling? 
ee ae ARIE RO San cepa GE RT Sekt E es 
a ea ee near n 


Sa ec EI ne ae SaaS I 


(4) Is it possible to maintain confidentiality of a test result in your workplace? 


i i onetime ieee ten 
rien at ni ine einen 


senna ice ET 


(5) What are the barriers within you that you have discovered in this session, which need to be 
overcome (o enable you to be non-judgemental as a counsellor? 


ee ee ee ee ee Lassa 


eee - 
- aa ee 
-<=< - 


Supplementary Reading 


VALUES AND ATTITUDES OF 
A GOOD COUNSELLOR 


+ 


5 


Le sede wok egy 


+ 
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VALUES AND ATTITUDES OF A GOOD COUNSELLOR 


1. COUNSELLOR VALUES AND ATTITUDES 


People are influenced by the culture within which they live, develop and mature. Every culture has 
certain kinds of behaviour, ceremonies, rites of passage and points of view that are preferred above all others. 
These are called values. Some values are practically universal — preserving the lives of innocent people, for 
example - but the values which guide and direct day-to-day behaviour are usually ‘specific to the culture in 
which they evolved. . 


The counsellor must understand and accept that people from different backgrounds have different 
values, and that these values influence attitudes towards HIV infection or AIDS. Values determine the degree 
to which a person asks for help, or attempts to handle a problem alone. They also determine how people view 
health, illness, and death. 


Counsellors will have their own values, attitudes and beliefs but have to work with clients who tay 
have quite different ones. Fear and prejudice against people with AIDS causes stigma, discrimination, 
hostility and oppression, and may even be stronger than the values which underlie the humane care of the sick. 
Counsellors themselves share their culture's prejudices, and must therefore examine and recognize their own 
prejudices and values. Competent counsellors do not have to like all their clients, but should be keenly aware 
of their own feelings, opinions, attitudes and prejudices. They must learn to recognise when they are not 
communicating clearly, or are distracted by the background or appearance of their clients, or are being 
influenced by bias rather than facts. 


Counsellors must never allow their own personal values or prejudices to influence their counselling. 
If a serious conflict seems likely, the client should, if possible, be transferred to another counsellor. If this is 
not possible, the counsellor should consult a supervisor or colleague for help in resolving the difficulty. 


Some institutions may benefit from operating a formal policy of reducing or eliminating prejudice or 
discrimination, implemented with the help of staff training at all levels, and supervision or staff support 


groups. 


Counsellors must explore and reflect on their own feelings and prejudices which can interfere with the 
objective assessment of clients or, in the case of unremitting work with distressed and dying clients, can cause 
severe depression and inability to relate to other people. They will also need to decide how ready they 
themselves are to discuss sensitive topics and to what extent their own inhibitions and attitudes will 


~ complicate the task. 


The kinds of questions which counsellors might ask themselves are: 


e@ What are my own feelings about people whose behaviour has placed them at risk of infection? 
About people with HIV infection or AIDS? Am I afraid, critical, overwhelmed ...? 
e In view of the ways in which the infection is sometimes contracted, can I treat certain persons as 
fellow humans, or will I see them as being at fault and immoral? 
« 


Which sexual practices would be most difficult to talk about, given my own personal and cultural 


values? | 
in risk practices or behaviour, 
/slang words would I use, or never use, to explain ns 
: pales “ Secs who differ from me racially, culturally or sexually, or are much younger or 
Ider? pa a 
e bin I aan my own values of individual worth and dignity for everyone, even if my client's 
cultural background and way of life are very different from mine? a | 
How would I explain the need to discuss behaviour that is seen as strange or deviant in a particular 
society or culture? . 
e In this a to what extent am I ready to let clients do what they decide to do and take 
responsibility for their own care? Will I involve others in decisions if it is the accepted thing to 
do, or always try to be in control? 
e How much do! want to influence, control or dominate other people? 
e Are there some kinds of people or types of behaviour of which I disapprove so strongly that I 
| probably could not counsel those concerned competently? | 


Counselling regarding sensitive and deeply personal topics requires the counsellor to: 


(1) Feel secure and at ease when enquiring about intimate matters that are rarely discussed openly, 
and be able to convince clients of the need to talk about taboo topics in order to prevent transmission of 
infection. | 


(2) Focus the discussion on specific practices and behaviour. The detail needed (e.g. number of 
partners, frequency of sharing needles) may embarass the client, and even the counsellor, who must 
nevertheless find culturally acceptable ways of dealing with these sensitive topics (e.g. instructing clients in 
“safer” or “protected” sex). cal 7 


To support their clients emotionally and help them to change their behaviour, counsellors should pay 
attention to certain important values and attitudes which keep counselling focused and directed, as discussed 
below: . xt 


Maintenance of Confidentiality. This is essential in any kind of counselling. The counsellor must 
assure a client that his/her sharing personal or intimate feelings and events will be respected and kept 
confidential. This is very important in building trust in the counselling process. 


Positive regard. Counsellors must view clients as individuals with problems and respect them without 
judging or condemning their past behaviour. They should not add to the self-blame or guilt which 
characterizes many clients: | 


Acceptance. Counsellors need to appreciate the stress caused by the fear of being infected or the need 
to change behaviour. They must accept the resulting emotions and reactions of clients and their close 
associates, even including resistance and hostility to the counsellor. 


People with HIV infection and/or disease (including AIDS) should always be encouraged to feel that 
they are fully accepted by the counsellor, irrespective of their life-style, sexual preference, and socioeconomic, 
ethnic or religious background. While responses to their needs should be technically sound, counsellors 


should, at the same time, be sensitive to their personal circumstances and not be affected by subjective 
feelings about a person's background. 


Empathy. Empathy is more than sympathy, which is generally not very useful in counselling, although 
it may be expressed as a statement of support (e.g., "I am sorry that you are having to go through this pain.”) 
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Empathy involves trying to place oneself in another's situation. The counsellor cannot truly say “I know how 
you feel,” because that is impossible with HIV infection. 


The counsellor can demonstrate empathy by changing the counselling approach to make it culturally 
more acceptable to a person, or modifying the mode of communication to make it more understandable. 
Empathy is very often conveyed not in words, but through non-verbal communication, e.g., by nodding the 
head, changing position, or using gestures understood within the culture to mean “I am listening and 
responding to you.” 


Self-determination. \deally, people take responsibility for their own conduct and how they behave 
when they are ill, but the degree to which they can do so is strongly influenced by culture and tradition. Some 
cultures are fatalistic about illness, for example, and have little place for self-determination. In other cultures, 
people are expected to do as they are told by someone above them. Still others attach great importance to self- 
determination. 


So far as cultural norms allow, the counsellor should encourage self-determined behaviour, but 
appreciate that people who are frightened or ill may not feel disposed to exercise self-determination. Rather, 
they will be disposed to look to others for support and decisions. The counsellor should always try to counter 
this inclination and support the client's autonomy with information and guidance on sound decisions, even 

at times of severe stress. . 


Understanding grief, mourning and loss. HIV-infected people or their families often grieve for, and 
mourn prematurely their anticipated loss. The counsellor needs to focus during his/her training and experience 
on what loss means, become familiar with the various cultural ways of expressing grief, and become skilled 
in discussing with clients, and helping them have recourse to, their spiritual sources of comfort and support. 


Mobilizing resources. The counsellor should not try to provide everything the client needs, but rather 
be fully aware of, and able to use competently the formal and informal resources on which people can call. 
Formal resources include medical care services, income or food supplements, and counselling. Informal 
resources include families and friends, religious groups, civic clubs, and peer-support groups. The counsellor 
can also encourage the development of new social resources if the need arises. | 


2. CULTURE AND TRADITION 


Persuading people that they should change their behaviour and motivating them to do so are major 
counselling tasks. They will do so, or even consider doing so, only if the counsellor appreciates the cultural 
importance of the behaviour to be changed. 


“Culture” can be defined as the habits, expectations, behaviour, rituals, values and beliefs that human 
groups develop over time. Through culture, people learn acceptable behaviour, what is right and wrong. It 
determines or influences social status and the use of language. Culture is a product of the interaction of 


people, ideas and the physical environment. 


, beings interpret the world and their place in it according to their culture. It determines their 
feeli er intes on eidlandi and illness, about caring for the infirm, and about death and loss. Traditions, 
‘ ot down from one generation to another, may be particularly important at times of transition (puberty 


or marriage rituals) or stress (illness or death). 


“i ; , xplain, and respond to HIV infection 
adition therefore influence how people interpret, explain, an yin 
nd reactors must examine their own beliefs, so as to be able to listen without prejudice and 
3 . 
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; | | t first and foremost learn about, 
. le from different backgrounds and cultures. They mus . st IC 
ee the colts and traditions of others, and not forget that culture, and therefore attitudes and 
an ; 


behaviour, varies within countries, regions and groups. 


2.1 The Culturally — Sensitive Counsellor 


A counsellor may sometimes unknowingly behave or speak in ways which a client from another culture 
‘nterprets as unusual, rude or even threatening. Then the client may become silent and seem to withdraw from 
the are When this occurs, the counsellor should comment on it, encourage an explanation, and change 
or adapt the counselling method. 


It is largely in its use of words, or language, that counselling is adapted to culture. Language both 
expresses and shapes thought. Communication can take the form of speech (verbal) or of body language (non- 
verbal). These methods of communication are influenced by culture, which determines the form that they take 
and how they are accepted. 


The counsellor should acknowledge differences so that they do not hinder or block the development of 
the counselling relationship. The counsellor must be sufficiently secure to admit unfamiliarity with a client's 
culture and to know how to question the client in order to decide how to conform to the client's cultural norms. 


2.2 Cultural Attitudes Towards Illness and HIV/AIDS 


The counsellor needs to be able to recognize and respect cultural definitions. One culture may see 
illness as punishment, another as fate. What one culture considers a normal response to illness, another may 
find irrational or strange. Counsellors must very quickly explore their clients’ and the prevailing beliefs about 
illness and, in particular, HIV infection, by asking questions such as : 


@ What do people believe causes illness; how do they explain illness and death? 

e AIDS is attributed to what causes — biological (a virus) or metaphysical (punishment from God, 
witchcraft, etc.)? To what extent is ill health in general seen as accidental, due to environmental 
factors, or as a consequence of moral transgressions? Are there any locally perceived risk 
factors, such as migration to a large town or, for example, “walking in the bush at night”? Do 
people understand the concept of contagion through contact with another person? Are drug 
injectors seen as being at risk? Is there any association with particular occupations, such as ° 
midwifery, or with animals? 3 

@ What do they call this illness? Does it have a local name? Is there any understanding of the 
difference between HIV infection and clinically expressed AIDS? 

e How is AIDS recognized? What are the symptoms and how are they distinguished from other 
manifestations of the opportunistic infections that are common in AIDS? What is the likely 

course and outcome of the disease? Are there any social and behavioural manifestations of the 
illness? 

Do people have any ideas on prevention or ways of protecting themselves and their families? 
(Biomedical measures and those mentioned in health education campaigns should be mentioned 
only after local ideas have been explored). This will include the extent to which people see 
themselves and their families to be at risk and the steps they are taking to reduce that risk. 

@ What do people think and say about HIV-infected people? 

@ What is expected of people with regard to caring for the sick? Is the family expected to provide 

care? . 

e Are certain conditions, especially HIV infection and AIDS, considered to be so evil or dangerous 

that the affected person is abandoned or shunned? 
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What forms of treatment do they believe in? 
Where, and from whom, would a person be most likely to seek treatment? Why? 
Would anyone other than the infected person be involved in the treatment? Why? How? 


The counsellor’s efforts to motivat@ behavioural change must take into account the client's and family's 
belief systems. | , 


Having clarified how the disease is regarded and explained, the counsellor must then take care to use 
readily comprehensible words, images and symbols, as well as to avoid those that are not acceptable. If the 
counselling methods are not adapted to the client's culture and belief systems, counselling will fail. 


23 Cultural Attitudes Towards Health and Healers 


Counsellors must take into account and be clear about: 


what a culture sees as right and wrong; 

whether people are blamed for their illnesses; , 

how much guidance, advice or help people want or need in order to talk about or manage illness, 
given the rules and common practices in their culture; 

how people feel about discussing intimate matters with people who are strangers to them, of the 
opposite sex, or from different backgrounds; 

whether or not counselling about sexual matters would be more successful if the counsellor is of 
the same sex as the client; 

what people regard as a safe and proper conversational distance. (In some cultures people stand 
very close to one another while talking, and look one another in the eyes. In others, people stand 
well apart, and tum slightly away from one another. A counsellor who uses the “close” style will 
experience difficulty in connecting with a person from a “distance” culture); 

how people interpret silences and certain kinds of gesture. (In some places, a shrug may indicate 
“I don't know”; in another, “I don't care”); 

slang or colloquial expressions for illness, HIV infection, AIDS and related diseases; 

who are recognized as helpers and healers; 

what treatment is given locally to AIDS patients. To what extent are health service facilities used. 
Is there a role for centres such as hospices. Who is responsible for the care of AIDS patients in 
the home and how does this affect domestic roles and economic production. To what extent is 
the local community involved, including religious leaders and traditional healers; 

how actively should helpers or healers direct or guide the patient. Is the person expected to 
passively accept everything ordered by someone in authority, or play an active part in care, and 
in decisions; | 

how direct and outspoken can a healer or counsellor be; 

what words’or gestures should not be used because they are rude or indecent; 

whether there are matters that people will not discuss without continuous reassurance, permission 


or encouragement from the helper or healer. 


The counsellor must take care to use words in the sense in which the client uses them, and to check 
carefully with the client if there is any doubt. 


2.4 Culturally Determined Rituals for Death and Cultural Sources for Healing 


Different cultures have 


different rites for terminal illnesses, death and bereavement. The counsellor 


must ensure that those concemed can observe their customary rites and get in touch with those who perform 
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them. The counsellor should be acquainted with the use of ritual observances for spiritual comfort or 
protection and should know who administers or performs the rites, or who can be appr oached in spiritual 


matters. 


In some cultures, spiritual or traditional healers may not know how HIV infection is transmitted. They 
might even harm an infected person with their remedies and cause the infection to continue to be transmitted. 
The counsellor should make every effort to establish contact with them and explain to them the modes of HIV 
transmission, the nature of HIV transmission and AIDS so that they can modify their practices. 


Often, the counsellor has to help clients and their families deal with major changes in behaviour and 
living arrangements, disablement or disfigurement, or impending death. They will react to HIV infection or 
the possibility of it, or to clinical AIDS, in'various ways — fear of abandonment, or of pain, disfigurement, 
and helplessness. How these fears are expressed will be partly determined by the culture. ’ 


The counsellor can help them to discover and use acceptable ways of expressing anger, guilt, fear or 
sadness. If it is not culturally acceptable to display emotion, the counsellor might help them find some relief 
by talking privately about their feelings. In places where it is easier to discuss certain topics with strangers 
than with family members, the counsellor may help to find or establish a group of similarly affected people 
and train them to listen to, and support one another emotionally. 


2.5 Cultural Attitudes Towards Prevention 


The counsellor who appreciates the influence of tradition and culture can establish with a worried 
person or with a HIV-infected individual and family: 


@ acommon definition of the problem; 

@ an acceptable way of explaining it; and 

@ aculturally acceptable way of handling it. 

Because HIV infection is transmitted sexually, cultural and personal attitudes towards sexuality and 
other prevention options are extremely influential. The counsellor must realize, too, that some people may 
hesitate for cultural, religious or moral reasons to consider the use of condoms, or any form of contraception. 


It is particularly difficult to change culturally and traditionally sanctioned behaviour, such as male 
extramarital sexual relationships. The justification for change in this context must be compelling, e.g., the 


protection of children from infection, or from deprivation or destitution which would be a result of the 
breadwinner's death at an early age. | 


__ Facts alone will often not be enough to change cultural attitudes, which must then be accepted and the 
client helped to find other means of protection - for: example, by weighing the emotional costs and 
consequences of sexual abstinence against those of a morally proscribed practice such as using condoms. 


The attitudes of others, including those of the public authorities, towards prevention and care, must also 
be considered, since these attitudes can determine whether the client will change behaviour and cooperate in 
treatment. Fear of social stigma may lead to denial, resignation or fear of abandonment. 


Maintaining sensitivity to cultural issues and differences can be very demanding. The counsellor must 
try and understand the sort of life another person has led, which includes knowing the ideas, ideals and 
symbols that define the person's identity and means of coping with misfortune. 
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Counselling can involve discussing behaviour or ideas that may be taboo in the counsellor's culture: 
it can go beyond tolerating differences to a genuine appreciation of the critical importance fo the client of 
something to which the counsellor may be very hostile. Even a very experienced counsellor will sometimes 
feel shocked or offended. Counselling requires self-discipline, as well as self-knowledge, familiarity with 
various cultures and beliefs, and openness to different views and interpretations. 


3. SOCIAL NORMS & PRACTICES INFLUENCING SEXUALITY 
AND HIV TRANSMISSION 


Information about social norms and cultural influences on sexual behaviour can be obtained by asking | 
the following questions: 


(1) What are the main ethical and religious principles in the society related to kinship, marriage, 
~ celibacy, widowhood and divorce? How do these apply to sexual unions, either before, during 
and after, or between marriages, in relation to the sexual life cycles of individuals? ) 


(2) What information is available on topics such as coital frequency and periods of abstinence, e. g., | 
during menstruation, pregnancy and breast-feeding? . 


(3) What forms of contraception are used in different types of sexual relationship and through the ~ 
sexual life cycle, with particular reference to condoms? 


(4) How are migration and other forms of travel associated with, and influenced by patterns of 
sexual behaviour? | 


(5) To what extent do people engage in sex in exchange for money, material or other resources and 
what relationships of this type exist? What are the characteristics of people who engage in these 
relationships? To what degree are they socially acceptable? 


(6) Do homosexual and bisexual relations occur? If so, among which groups and to what extent do 
the individuals concerned interact sexually with others in the population? 


(7) What are the main forms of penetrative and non-penetrative sex practiced, among which groups, 
and to what extent are they related to each other? Are there any sexual practices which may be 
- especially conducive to the spread of HIV infection (e.g., anal intercourse)? 


(8) To what extent are sexual matters discussed between spouses, or within families, and formally 
and informally in schools and the media? 
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SUMMARY 


People from different backgrounds have different values, which influence attitudes towards 
HIV infection and AIDS. Counsellors also have their own values and share their culture's 
prejudices, but must not allow them to influence their counselling. Important values and 
attitudes include positive regard, acceptance and empathy, Culture and tradition influence the 
way in which people respond to HIV infection and AIDS, and counsellors must respect those of 
others. They must therefore explore the prevailing beliefs about illness and, in particular, HIV 
infection, and their efforts to motivate behavioural change must take these belief systems into 
account. They must help clients and their families to discover culturally acceptable ways of 
expressing emotions such as anger, gui It, fear.or sadness. Because HIV infection is transmi tted 
sexually, cultural attitudes towards sex and sexuality are extremely important in prevention; 
it may be difficult to change culturally sanctioned behaviour and therefore it is necessary to find 


_ other forms of protection. 
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EFFECTIVE COUNSELLING. ~ 
TECHNIQUES 


MODULE 4 
EFFECTIVE COUNSELLING TECHNIQUES 
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Objectives: (a) To enable the trainees to understand the attributes of an effective counsellor. 


(b) .To enable the trainees to understand and practice the useful techniques and barriers 
to success in counselling. 


Time to complete the Module: 3 hours 45 minutes. 


SUMMARY OF ACTIVITIES 


Brainstorming: Qualities of an effective counsellor. 
Exercises: Micro-counselling skills. | 
Presentation: Essential stages of counselling. 

Role plays: Counselling skills. 

Brainstorming: Hinder — and — Help factors. 
Review questions. _ ek 


Activity 1: BRAINSTORMING EXERCISE: QUALITIES OF AN 
, EFFECTIVE COUNSELLOR (15 minutes) 


This activity is designed to enable trainees to identify the personal attributes and attitudes that arc 
necessary for becoming an effective counsellor. Ask the trainees to brainstorm on what they think are the 
/ qualities of a good counsellor. The trainer helps in listing down the points on a flip chart while the discussion 
‘is on. The trainer should refer to the “Guide for Trainer” sheet given after the Review Questions to ensure 
that the essential qualities are covered. Allow 15 minutes for this activity. 


Activity 2: EXERCISES: MICRO-COUNSELLING SKILLS (2 hours) 


This activity is a practical, hands-on exercise where an understanding and demonstration of basic 
counselling’ skills will be imparted to the trainees. Four skills will be taught and practised with a time 
allocation of 20-25 minutes for each skill. The format for the activity is as follows: 


Introduction of the skill to the full group 
practice of the same in triads 7 
re-assémbling for feed back and explanation of the skill as a full group 


back to the triads and so on. 
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) i icro- ing skills that. will be practised in this 
Begi ming and introducing the 4 micro counselling skills that, 
Ae Hap leche | pes a Guide at this point as well as during the description of each skill, later on. 
session. : 


2) Next, explain the procedure to be used for the practice sessions. Divide the group into triads of 
: How Amat get a chance to play the role of counsellor, client and observer interchangeably. 
Sara the rate roles to the group using Overhead #2. Each "skill-practice" session will consist of the 


following time allocation: 


Client and counsellor talk for 5 minutes in each triad. When the trainer calls time after 5 minutes, 
the observer gives his/her. feedback (pnmanly commenting about the person playing role of 
“counsellor”, followed by comments by the client about how the session fe/rt for him/her. The full 
group will then re-assemble and the trainer invites general comments from the clients, 
counsellors and observers (few from each role) regarding how the particular skill being practised 
came out in their triads (for e.g.: Was it difficult or easy? Did it Seem helpful and useful? How7). 


(3) Next, read out and explain the “Rules for Effective Feedback”, Overhead#3, So as to ensure that. 
the comments given by the observer and client after each 5-minute "micro-counselling skill" role play are 
constructive and helpful to the person playing "counsellor" in terms of his/her learning. 


(4) After clarifying any doubts or apprehensions that may be expressed, begin the practice sessions 
by descnbing the first skill, i.e. "Active Attending/Listening” with the help of Overhead#1. Break the group 
into their triads so they may work on it for 10 minutes, followed by 10 minutes of full-group discussion. 
Follow the same format for the other 3 skills, i.e.: Reflection of Feeling, Questioning and Paraphrasing & 
Interpretation. : = 


(5): End the session by emphasizing the fact that these were the beginning, basic micro-counselling 
skills, which need to be practised regularly to be fully effective and there are other, more advanced skills, too, 
which are mentioned in the Supplementary Reading section. 


Activity 3: PRESENTATION: ESSENTIAL STAGES OF COUNSELLING 
(15 minutes) 


This presentation will help the participants to put into focus the real-life Stages and processes of 
conducting counselling. The trainer gives a brief presentation on how the counselling relationship is initiated 
between a counsellor and client and the various stages that follow. He/she displays Overhead#4 to illustrate 
these stages. It needs to be emphasized that time and attention should be given to each stage in the order they 
appear, so that the client understands what are the goals and focus of each stage. This helps strengthen the 
client-counsellor relationship and makes the client feel supported. | ae 


Activity 4: ROLE PLAYS: COUNSELLING SKILLS (45 minutes) 


The trainer introduces the concept of role play and its importance as a learning experience and skill 
development. . 


Four volunteers are sought from the group: two to play counsellors and the other two to be the clients 
while the rest of the group observes. Trainces role play 2 different scenarios, demonstrating the counselling 
skills and qualities which they have just learned. Hand a paper with the role play scenario to only the client 
to read. Give hinvher 5 minutes to read and prepare for it — the group should nor know the scenario. This 
will allow for genuine responses and true practice of the skills by the counsellor. Do this for both the role 
plays. 
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ac ip apg 10 lasts about 20 minutes, broken up as follows: 5-7 minutes of role play of the situaticn, 
oo or de-brief between the counsellor and client, and 10 minutes for groups' comments on the positive 
elements and weak spots they observed as well as the trainer's feedback. At the end, the trainer ends the 


session by commenting on the skills demonstrated in the two role plays and their impact on the counselling 
interaction. Allow 45 minutes for this activity. 
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Activity 5: BRAINSTORMING: HELP AND HINDER FACTORS (15 minutes) 


. This brainstorming calls attention to the elements that aid counselling and those that hinder the 
interaction, including personal attitudes, qualities and communication issues. In a sense, it reviews the 
essential aspects of counselling already learnt by the participants and allows for an expression of their intemal 
understanding of counselling. 


The trainer makes two columns on a flip chart or board with the two headings: “Factors That Hel p” and 
“Factors That Hinder”. He/she then asks the trainees to brainstorm about those features or elements that 
would help the counselling process in making it more effective and lists them on the flip chart/board. He/she 
then invites the group to also list out those things or factors that would hinder or negatively affect the 
counselling relationship. The trainer reviews the list and then uses the Guide below to add any essential 
features that may have been left out. Allow 15 minutes for this activity. 


Guide for Trainer 


Factors That Help 


Encourage independent decision-making. 

- Ask client whatever you don't understand. 

Maintain confidentiality. 

Refer case when beyond your skills or get a 
consultation. 

Encourage client to get family and frends’ 


support. 


- Factors That Hinder 


Pass moral judgements on client's behaviour or 
feelings. 
Take on more than you can handle. 
Stereotype the client. 
Increase or slow the pace of the process 
according to your needs. 


Make generalizations and minimize the issue or | . 


compare it to others’ situations/problems. 
Ask questions for your interest/needs rather 
than those of the client. 


Activity 6: REVIEW QUESTIONS (15 minutes) 


The trainees complete the worksheet. Allow 10 minutes for this exercise. Trainer asks 2-3 
participants to share and discuss their answers with the group, and clarifies any misconceptions or vague 


elements for each question in a summary form. 
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(1) 


(2) 


(3) 


(4) 


WORKSHEET: Review Questions 


List 5 attributes of a good counsellor. 


(a) | | 


Bi kldes a, ee as a cael a neat ee eee 


) Cet ee aes emer Nae aa ene FT othe A RL 
(ibis coasts ask oo) ots oad CR Seek OB Ae tee SHE Pons ee ee 


feyic sivesn yg oli nov iis ge Sey Oapet Bay vel ORE OF Ie Ane eae 


Which skill of the 4 micro-counselling skills was the easiest for you to practice during the 
sessions? 


Which skill of the 4 micro-counselling skills was the most difficult for‘ you to aban: during 
the sessions? 
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GUIDE FOR TRAINER: For Activity 1 


During the brainstorming séssion, the trainer should try to elicit as many of the following qualities 


as possible from the trainees and at thé end, go over the following list and add any qualities that have not 
been mentioned by the participants. 


(1) 
(2) 
(3) 
(4) 
(5) 


(6) 
(7) 
(8) 
(9) 


QUALITIES OF AN EFFECTIVE COUNSELLOR 


Positive regard or respect for people. 

Open, non judgemental and high level of acceptance. 

Caring and empathetic. 

Self-aware and self-disciplined. 

Knowledgable/informed about subject and awareness of resources available within the 
community. 

Culturally sensitive. 

Patient and a good listener. 

Ability to maintain confidentiality. 

Objective and having clarity. 
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ROLE PLAY SCENARIOS: For Activity 4 


Role Play # 1 


Hari is a 22-year old college student. He has been on drugs with a group of his college mates for the past 2-3 
years and they regularly inject heroin at parties. He heard about AIDS on the radio and decided to go for an 
HIV test. The result was positive. He has just received the result and is feeling very depressed and suicidal. 
He does not know whom to tum to among his friends and family. He comes to a counsellor for help. 


SS 


Role Play #2 


Meena, a 30-year old woman, has been married to Dev for 7 years and they have a 5-year old son. Dev works 
with an electronics coinpany and travels out of town quite often. He recently confessed to Meena that he had 
tested HIV positive and it was due to the occasional one-night stands with call-girls during his out-of-town 
trips. Upon his insistence, Meena went to have her blood tested for HIV antibodies. She has also tested 
positive and is very upset about it. She is feeling a sense of anger and betrayal towards Dev. Before talking 
to Dev, she comes to a counsellor to find out more about HIV/AIDS and decide what to do next. 
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OVERHEADA&1 : For Activity 2 


BASIC MICRO-COUNSELLING SKILLS 


Active Attending/listening 


Indicating or showing that you are listening, hearing and paying attention to the 
client by words, expression and gestures (i.e. verbal and non-verbal communication). 
Active listening involves patience. It means long discussions from the client and brief, 
calm responses from the counsellor. E.g.: Relaxed posture, occasional nodding, no note- 
taking or interrupting while client is talking, encouraging the client to tell you more. 


Reflection of Feeling 


Picking up the client's feelings and letting him/her know you have understood how 
and what he/she is feeling. Focus is on the emotions. E.g.: Client - “I really wanted to 
meet my sister yesterday but I had too much housework to do and so could not go.” 
Counsellor — “It seems you felt sad when you could not meet your sister yesterday. ” 


Questioning 


Asking questions to understand clearly the client's problems or worries.and to help 
client go deeper into his/her own awareness or insight. Questioning is centred around the . 
concerns of the client rather than around the curiosity of the counsellor. Questions need 
‘to be open-ended which allow for more explaining/elaborating by client rather than. 
multiple-choice or “Yes-No” questions. Substitute “Why?” or “How” in a question with 
some other word. E.g.: Counsellor — “How did you react to your employer scolding you?” 
rather than “Did you leave the room when your employer scolded you?” 


Paraphrasing and Interpretation 


Paraphrasing — Repeating in one's own words what the client has said to show 
one's understanding. Saying it in a few words so that it gives a summary or the essence 
of the client's words. E.g.: Counsellor - “You got worried when you got home yesterday 
and your wife was not back from work.” (After client has talked in detail of coming home 
and not finding his wife there). 


Interpretation - Giving back to the client the core or basic issue he/she is talking 
around or hinting at. Picking up what the client is feeling but not saying. This skill 
involves going to a slightly deeper level of the issue to point out feelings or meanings 
which are just below the surface of the client's awareness. Check with the client if one's 
interpretation is correct. E.g. : Counsellor - “You have just explained to me that you 
think courtesy and respect are the two most important human values. That gives me the 
feeling that you would be very upset if someone was rude to you. Is that true? 
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OVERHEAD#2 : For Activity 2 


Role of Client 


Please think of a situation or event or relationship that made you feel happy (for first 
skill of Listening), sad or scared (for the second skill of Reflection of Feeling), worried 
or hurt (for the third skill of Questioning), and depressed or intensely angry (for the ~ 
fourth skill). It needs to be something that you have gone through in the past or are fe 
dealing with right now. Share this with your “counsellor” during the 5 minutes you play _. 
the role of a “client” and respond spontaneously to whatever the counsellor says or does. 
While giving feedback, please let the counsellor know how effective his/her 
communication was in helping you or making you feel better. , 


Role of Counsellor 


Become the counsellor for the person playing client for 5 minutes while he/she 
shares his/her concer or situation with you. Practise using the skill you are learning in 
that micro-session as often as you can. Also, give the client your undivided attention and 
try to avoid noticing the observer who is in your triad. Listen carefully to the feedback 
you get from the client and observer and think of how you can incorporate it in your 
work. 


Role of Observer 


Carefully and silently observe the interaction between the client and counsellor during 
their 5-minute “session” Pay careful attention to the usage of the skill-in-question by the 
counsellor. Also observe to what extent the counsellor can help and support the client in 
understanding his/her situation. Please remain strictly apart from the interaction, like a fly on 
the wall, seeing but not seen. Do not get drawn into the session even if the client or counsellor 
looks at you or turns to you. During feedback time, please try to give comments following the 


“Rules for Effective Feedback” about things that were helpful and those that could’have been 
done more effectively. | 
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OVERHEADH3S3 : For Activity 2 


4 


Rules for Effective Feedback 


Begin your sentences with “I” as these are only your subjective feelings and views. 


Someone else may feel differently about the same issue. So, make “I feel”, “I think” 
statements. 


Give positive comments/feedback first and then the weaknesses/mistakes you saw 
— the idea is to help the person learn more and improve, not to demoralize him/her. 


Also, try to offer alternatives or suggestions (things you feel would have been more 
effective) when talking about the mistakes or weak spots. 


Use simple words and short sentences. 
Do not interrupt or side-talk during the client-counsellor interaction. 


Give specific comments about the actions or behaviour of the person — not about the 
whole person or his/her traits. The comments should be about things the person can 
do something about or work on, not who he/she is. 
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OVERHEAD#4 : For Activity 3 


ESSENTIAL STAGES OF COUNSELLING 


Stage One - Forming Rapport and Gaining the Client's Trust. 
Stage Two - Definition and Understanding of Roles, Boundaries and Needs. 


_ Explaining and making clear to the client the roles and — 
boundaries of the counselling relationship. Establishing and 
clarifying the client's needs and goals — with the most urgent and 

_ important ones to be addressed va followed whee more general, 

_ long-term issues. . | cs 


Stage Three - Process of Onenmes Supportive sis 8 


Encouraging the alent to Seath a baleimargahay of possible 
options and assessing possible solutions/decisions and their 


implications. Enabling the client to take charge and move towards 
change. 


- Stage Four - Closure or Ending the Counselling Relationship. 
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EFFECTIVE COUNSELLING TECHNIQUES 


1, QUALITIES OF A GOOD COUNSELLOR 


Counselling is both an art and a science, a “science” because of its underlying principles, an “art” 
_ because of the blend of the counsellor's personality, technique and skill. People who just start training as 
counsellors often look anxiously for the techniques to help them work effectively with clients. Techniques 
are very helpful, but they are secondary to the ability to form a helping relationship. This is established and 


developed by the attitudes and qualities of the counsellor. The essential qualities of a good counsellor are 
listed below: 


(1) Positive regard or respect for people. 

(2) Open, non judgemental and high level of acceptance. 

(3) Caring and empathetic. 

(4) Self-aware and self-disciplined. 

(5) Knowledgable/informed about subject and awareness of resources available within the 
community. } 

(6) Culturally sensitive. 

(7) Patient and a good listener. 

(8) Ability to maintain confidentiality. 

(9) Objective and having clarity. 


2. COUNSELLING SKILLS 


Communication is the counsellor's principal tool. Communication skills are employed to ensure that 
client and counsellor correctly interpret each other's messages and comments, and their responses are 
consistently appropriate and helpful. Because counselling almost always involves communicating about 
sensitive issues, and differs from advising, counsellors must develop the skills of Listening. Supporting. 
Guiding, Confronting, Assessing and Maintaining Self-awareness. Effective counsellors adapt their 
‘counselling style to the characteristics of the person or family being counselled. Good communication also 
depends on careful observation. 


Typically, the counselling of HIV-infected persons takes place at times of stress, when they need 
support, information, and an opportunity to express and discuss their feelings. The trained counsel!or 
becomes skilled in imparting information, encouraging productive expression of feelings, asking about 
sensitive or taboo topics or kinds of behaviour, and finding ways to induce clients and their family/fnends 
to change behaviour. This calls for a range of skills, including: 


(1) Active Attending or Listening. The counsellor indicates by words, expression and posture/gesture 
that very careful attention is being given to what is being said, clarifies uncertainties by interrupting and 
asking questions, and then helps the client resume the narrative. By utilising good attending behaviour to 
enhance the client's self-respect and to establish a safe atmosphere, the counsellor facilitates free expression 


of whatever is in the client's mind. 
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(2) Reflection of Feeling. The counsellor must recognize feelings such as anger, sadness, and fear 
, a direct, unemotional way, indicating both ‘verbally and non-verbally: Your feelings are very 
aieth aad | accept them, and I accept you”. The focus is on the emotions of the client and his/her 


subjective experiences in coping with the situation. 


(3) Questioning. The counsellor always tries hard to use questions to make we Nes 
clear so that both the problem and the solutions are clear. The communication itself (for example, yoy | 
mean...?”), or the facts (for example, “No, HIV infection is not transmitted by eating out of the same dishes’ ) 
can be clarified. The counsellor asks questions in order to bring to awareness all the dimensions of the 
problem and help the client to go deeper and face the core issue underlying his/her fears or concerns. 


(4) Paraphrasing. Many people can tell they are being understood accurately if the counsellor repeats 
what they have said in different words ~ for example, “You seein to be saying that you are afraid your family 
is not going to take care of you”. The client might then agree with the interpretation. If not, the counsellor can 
clarify the matter. When utilizing this technique, the counsellor attempts to feed back to the client the essence 
or content of what the client has just said. 


(5) Interpretation. Often people will avoid focusing on the real problem and talk around the 
issue. Interpretation goes beyond what is explicitly expressed to the feelings and meanings only implied by 
the client's statemerts and which are somewhat below the surface of the client's awareness. It removes or 
redefines from a different point of view or brings out more clearly, feelings which are at the edge of 
awareness. The counsellor helps to establish what is relevant, emphasizing the important points - for 
example, “Of all the things vou talked about today, it seems to me you are most concerned about...” 


(6) Repeating. At times of stress and crisis. people do not always understand everything they 
are told, as they are in a state of denial or feel overwhelmed. The counsellor should not hesitate to be 
repetitive. Someone who understands and accepts information correctly will show this in some way. The 
counsellor should repeat statements of support or fact as often as necessary to ensure that the client clearly 
understands what must be done about risk, illness and health management. 


(7) Summarizing. Many people who are stunned by news of their infection may respond by 
talking quickly and trying to provide more detail - or ask more questions — than the counsellor can absorb 
or comprehend. It is then helpful for the counsellor to interrupt at times and summarize what has been said. 
This is very much like paraphrasing in that it helps to ensure that each understands the other correctly. 
Summarizing also provides guidance and direction to both as they try to sort out emotions, deal with practical 
matters and make plans. A summary puts together a number of the client's paragraphs, or an entire phase of 
a Session or may even cover the full session. It thus resembles a combination of Reflection of Feeling and 
Paraphrasing but over a longer period of time. At the end of each session, the counsellor should summarize 
the salient points of the discussion, highlighting decisions which have been made and need to be acted on. 


(8) Confrontation. Many people become so preoccupied with their fears that they cannot see the 
connection between their behaviour and the responses of others. Confrontation involves a direct 
examination of incongruities and discrepancies in the client's thinking, feeling and/or behaviour. It calls 
attention to possible forms of self-deception, games, resistance, denial and evasion. It challenges the client 
to begin new, less destructive ways of behaviour. The counsellor also shows how thoughts and actions, 
behaviour and consequences are related - for example, “Have you noticed that when you withdraw and do 
not speak to your family, they get very irritated with you?” Because it is a highly intrusive skill, timing is 
very important. A strong relationship and rapport must be established. The confrontation should be delivered 
in an atmosphere of warmth, caring and concem. 
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(9) Respecting. The counsellor should appreciate that people see and cope with they predicaments 
in uniquely personal ways, determined by culture, social class and personality. Counsellors must respect 
clients’ views and beliefs and build on them. They should show respect, for instance, by asking a client to 
explain aspects of the culture or personal belief which are strange to them — for example, “You feel strongly 
about this. I don't know about it. Tell me more about it”. 
> . 

(10) Structuring or Prioritization. Structuring means helping the client to see how facts and feelings 
are related It determines what needs immediate attention and what can be put off until later. It is an essential 
part of planning and probably one of the most critical skills in counselling. 


In summary, counselling succeeds only to the degree that counsellors can communicate at their clients’ 
level of comprehension. Counsellors must communicate with absolute clarity, frequently checking their 
clients’ interpretation and comprehension of their explanations. They must always adapt their language and 
style to their clients’ culture and traditions. 


3. ESSENTIAL STAGES OF COUNSELLING 
Stage One - Forming Rapport and Gaining the Client's Trust. 


At the beginning, clients may react in many different - sometimes contradictory ~ ways to a counsellor. 
The counsellor must spend time in encouraging trust and building a rapport with the client. He/she may do 
this by letting the clients tell their life/event stories in their own way. The counsellor may find the stories 
disjointed or rambling but must let them continue, while noting what is highlighted or played down or 
ignored. | 


Stage Two — Definition and Understanding of Roles, Boundaries and Needs. 


Explaining and making clear to the client the roles and boundaries of the counselling relationship is an 
essential part of counselling. Establishing and clarifying the client's needs and goals - with the most urgent 
and important ones to be addressed first, followed by more general, long-term issues also need to be done 
before ongoing counselling sessions can begin. At this point, the counsellor also begins taking a case history. 
in effect just helping the client to tell his/her story in a different, and more orderly way. The history will 
include basic personal data as well as information on a client's beliefs, knowledge and concemms about HIV 
infection. The counsellor should use the history-taking as a means of solidifying the helping relationship, 
asking questions that are directly related to the client's concerns and, at the same time, geared to the client's 
needs in terms of his/her ability to use the resources available. 


Stage Three — Process of Ongoing, Supportive Counselling. 


Encouraging the client to begin a consideration of possible options and assessing possible 
solutions/decisions and their implications. Ongoing counselling focuses on enabling the client to take charge 
and move towards change. This stage also involves supporting and encouraging the expression of intense 
emotions like fear and anger by the client. Discussion of the client's plans for informing and involving the 
family and other close associates in cases of HIV infection and AIDS also occupies a lot of time and attention. 
Basically, counselling consists of supporting and sustaining work on the selected problems and monitoring 


of the progress towards the mutually decided goals. 
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Stage Four — Closure or Ending the Counselling Relationship. 


After the client has shown willingness to formulate plans and has carried some of them through with 
a fair degree of success, counselling enters the end stage. The counsellor ends the relationship only when it 
is certain that the client: (1) is maintaining the necessary changes in behaviour; (2) can cope and adequately 
plan for day-to-day functioning; and (3) has a support system (family, friends, support groups, etc.). The 
ending must be carefully planned and discussed with the client as the client, although functioning adequately, | 
may feel unable to carry on without the counsellor's help and a strong attachment/bond will have developed 
between the two people. The counsellor may increase the intervals between visits so as to let the client try and 
be independent, while knowing the counsellor is still available. Also, the client should be assured of being 


able to return to counselling whenever this is necessary. 


*® 


4, SUPPORTIVE AND NON-SUPPORTIVE BEHAVIOUR 


Some parts of a counsellor's behaviour readily support the counsellin j 

| ar g process, while oth 

it to a halt very quickly. A number of each of these types of behaviour are summarized in nt Fae Wie 
below. It should be noted that they are defined as supportive or non-supportive within a particular cultural 
context. Wherever counsellors are working, they will need to take note of the types of behaviour in the culture 
that would be seen as supportive or non-supportive in counselling. 
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EXAMPLES OF SUPPORTIVE BEHAVIOUR IN A SELECTED CULTURE 


Uses language that the client understands Uses a tone of voice similar to the client's 


Repeats in other words and clarifies client's 


Looks client in the eye 
statements : 


Nods occasionally; uses facial expressions 


Explains clearly and adequately 


Uses occasional gestures 
Summarizes 


: Deeps suitable conversational distance 
Responds to primary message vot 

" siesta : Does not speak too quickly or too slowly 
Encourages: “I see”, “Yes, go on” 


Addresses client in a manner appropmiate to the 
client's age 


Gives needed information 


Uses humour or other means of reducing tension 


Does not criticise or censure the client 


~ EXAMPLES OF NON-SUPPORTIVE BEHAVIOURINA SELECTED CULTURE 


Looking away frequently 


Advising 


Preaching and moralizing Keeping an inappropriate distance 


Blaming, judging and labelling Sneering 


Cajoling (persuading by flattery or deceit) Frowning, scowling and yawning 


“Why” questions, interrogating Using an unpleasant tone of speech 


Directing, demanding Speaking too quickly or too slowly 


Excessive reassuring Moving around too much, fidgeting 
Straying from the topic Having a blank facial expression or staring 
Encouraging dependence 


Patronizing (condescending) attitude 
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SUMMARY 


Counselling is both an art and a science, and requires not only a knowlege of HIV 
infection but also self-knowledge, self-discipline and restraint. The counsellor must achieve a 
balance between warmth and acceptance, on the one hand, and objectivity, on the other. 
Approaches to counselling are likely to vary but certain essential qualities in a counsellor should 
exist or be developed. These include caring, empathy, self-awareness, cultural sensitivity and 
patience, The specific counselling skills or techniques that increase effectiveness of the process 
involve, among others, active attending, reflection of feeling, questioning, interpretation, 
confrontation and summarizing. * 


The counselling relationship with each client goes through four stages, each with its own 
particular characteristics and each calling for certain actions by the counsellor. Stage One is 
forming rapport and gaining the trust of the client. Stage Two involves demystifying the 
counselling process and its boundaries and beginning the process of history-taking and needs'- 
definition; stage Three consists of the actual work of supporting the client's decisions and 
feelings and helping him/her to move towards change. Stage Four signifies the ending of the 
counselling relationship once the client seems adequately equipped to function effectively and — 


_ be supported by his/her own environment. 
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MODULE 5 


SEXUALITY, SENSITIVE ISSUES AND 
RISK REDUCTION 


Objectives: (a) To enable the trainees to accept a range of sexual practices as normal. 


(b) To enable the trainees to build skills in inuoducing and discussing sensitive 
issues with clients. 


(c) To enable the trainees to build skills in discussing risk reduction. 


(d) To enable the trainees to correctly demonstrate condom use. 
* 


(e) To enable the trainees to correctly demonstrate the use of bleach. 


Time to complete the Module: 3 hours 45 minutes. 


SUMMARY OF ACTIVITIES 


(1) Large group discussion: Being comfortable with sexuality and sexual issues. 

(2) Small group work: Sexual terminology. ; 

(3) Small group work: Talking and thinking about sexual behaviour. 

(4) Paired exercise: Developing communication skills to discuss sensitive issues related 
to sexuality. 

(5) Brainstorming: Safer sex and risk reduction. 

(6) Game and Demonstration: Correct condom use. . 

(7) Demonstration of use of bleach | 

(8) Self assessment: Review questions. 


Activity 1: LARGE GROUP DISCUSSION: BEING COMFORTABLE WITH 
SEXUALITY AND SEXUAL ISSUES (15 minutes) 


The aim of this activity is to desensitize trainees so that they can comfortably discuss sex and 
sexuality in a non-judgemental way. 


The trainer asks trainees to suggest words or phrases that would help to define sex, love, sexuality. 
Next, he/she asks the group for their ideas about why it is important for counsellors to be able to openly 
discuss sexual issues and sexuality. 


Record all these ideas on a flip chart, so that the trainees and trainer can get an overall picture of the 
group's inputs. End the activity by stressing the importance of a counsellor's comfort-level about sexuality 
and related issues in helping his/her clients to open up and deal with their concems or dilemmas. 
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Activity 2: SMALL GROUP WORK: SEXUAL TERMINOLOGY (30 minutes) 


This session is designed to practice talking about sex and sexual terminology, and to have trainees 
feel more comfortable referring to sexual activities. 


Divide trainees into small groups of 4-6 people. Distribute worksheet 1. Ask each group to come up 
with acceptable and slang terms for each of the given terms in their local language. After 15-20 minutes 
have the trainees re-assemble as a full group. Ask each group member read out one word from their group's 
list in the large group. By practising this skill of using acceptable sexual terms, they will reduce possible, 
future difficulties in talking to clients about sexual behaviours. Wrap up this session by Stating that a good 
counsellor should be able to select the appropriate words to refer to any of these sexual terms without 
offending the client, and without feeling too uncomfortable. 


Activity 3: SMALL GROUP WORK: TALKING AND THINKING ABOUT 
SEXUAL BEHAVIOUR (40 minutes) : : 


This activity provides an opportunity to explore the differences between one's thoughts and feelings 
in different situations and to consider how one's feelings affect one's responses to different situations. 


Divide participants into groups of three or four people. Give each of the groups one of the listed 
situations and ask them to take it in tums to consider the following issues in the given situations. Allow — 
15 minutes for the groups’ discussions. Emphasize that the trainees should not be putting themselves into 
a counsellor's role for this exercise but rather talking about how they react personally, as individuals. 


How do you feel ? 3 
What do you think ? 
What do you do ? 


Next, ask one member from each group to share briefly the major points of discussions from all three 
angles (think, feel, do) for their Situation(s). The trainer summarizes bringing out the various patterns of 
sexual behaviour prevalent in the community and the kind of judgements people make. The trainer further 
emphasizes the range of “normality” in sexual activity and reinforces the need to be non-judgemental. This 
activity should take about 40 minutes. 


Situations: 


e Your child has come to you and asked how babies are made. 

® hae best friend has just found out that her partner is having a sexual relationship with someone 
else. 

A young man in a group you are talking to, asks you what an orgasm is. 

You discover your son is having sex with commercial sex workers. 

You find that when you urinate, you have a discharge. 

One of your colleagues tells you that they think they might have an STD. 

Your daughter asks you what the'term “anal sex” means, 

You notice multiple needle marks on the arm of your friend; he confesses he is an IV drug user. 


throhenthaa is adapted, with permission, from an IPPF Counselling and Sexuality training 
exercise), , 
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Activity 4: PAIRED EXERCISE: DEVELOPING COMMUNICATION SKILLS TO 
DISCUSS SENSITIVE ISSUES RELATED TO SEXUALITY (30 minutes) 


This activity builds skills among trainees for discussing sensitive issues and increases their 
awareness of the associated discomforts.’The trainer starts by asking the group for examples of sensitive 
issues. Then he/she divides the group into pairs and explains the activity: 


“One of the pair will act as counsellor and the other as client. ‘Chits’ or small pieces of paper 
will be passed to the ‘client’ in each pair containing the description of a sensitive counselling 
scenario. The counsellor should try to help the client with his/her concer or dilemma.” 


Chits with the situations are distributed to all the pairs so they can begin the activity. After 10 
minutes, the full group re-assembles and each of the counsellors first, and then the clients, share their 
experience (feelings and thoughts) with the group. The trainer concludes the session by using Overhead 
#1 and going over the five guidelines listed. : , | 


Counselling Scenarios: 


@ I suspect my girl friend also has other boy friends but I love her. | am afraid of AIDS but she gets 
very angry and tells me I do not trust her when I ask her about other boys. What can I say the 
next time I see her? , 

@ Besides my wife, I have a regular girl friend. I always use a condom to avoid a pregnancy but she 
insists I should not use a condom during her menstruation period as she says that is a safe 
period. What shall Ido? _. ; | 

@ [think that my son is using drugs, but he has not talked to me about it yet. Should I bring it up? 

@ My wife and I have occasional anal sex and have been doing this for years. I was recently told 
I can get AIDS - I am now afraid and have come to you for advice. 

@ lam afraid of oral sex. Is it bad? Am I in. danger of infection, particularly AIDS? 

@ lama 17-year old boy. I have a boy friend with whom I have anal sex regularly. I do not want 
to stop but I am worried it may not be healthy for me. 


Activity 5: BRAINSTORMING: SAFER SEX AND RISK REDUCTION (30 minutes) | 


This activity shows trainees how to identify behaviours with clients that will reduce their exposure 
to risk of HIV transmission. 


The trainer draws a line down the middle of a large sheet of paper-or board and heads one side as 
- “Good things” and the other side as "Bad things” like shown below. 


GOOD THINGS BAD THINGS 
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The group offer their ideas about good things one enjoys or likes or getS and bad things or the 
negatives about sex. Once the paper or board is full, the trainer brings the group around to considering 
ways/behaviours by which the good things of sex can be kept and the bad things (risks) avoided or 
reduced. He/she asks trainees to summarize the major points that have been shared. Overhead #2 is shown 


to highlight safer sex options. ) 


The trainer repeats the same brainstorming and listing process for using drugs. 


Activity 6: GAME AND DEMONSTRATION: CORRECT CONDOM USE 
(45 minutes) 


Sa 


This activity aims to make all trainees more experienced at discussing and demonstrating condom 
use. Hand out a set of the condom cards to sub-groups of three trainees. Make copies of the condom cards 
for each group and mix them up. Ask the groups to put the cards in order. 


Each trainee needs a condom for this next part of the activity. Ask all trainees to unwrap the condom 
and handle it. Some trainees can try to inflate the condom. Certainly they should all stretch the condom 
to see how strong the condom is. 


After 5-10 minutes, the trainer demonstrates how to use a condom using a penis model, bottle or. 
banana. State the steps as you carry out the demonstration. The trainees should correct any mistakes in the 
order/sequencing of their cards. Then distribute condoms, models and tissue paper (for wiping lubricant 
off fingers) to all the trainees. Each trainee should act out teaching one of the group members how to use 
the condom while the other monitors (by silently reading the cards) in pairs. Each should take a turn. 


Then discuss how they feel about teaching condom use. In what situations might they/might they 


not be comfortable teaching how to use a condom? What prevents or makes people reluctant to use 
condoms? 


Activity 7: DEMONSTRATION OF THE USE OF BLEACH (15 minutes) 


This activity aims to provide all the trainees with experience in the correct use of bleach to disinfect 
needles and syringes and other injecting equipment. The trainer requires a packet of bleach, one litre 
container, a teaspoon, a Syringe and needle, a bowl and water. The trainer demonstrates the preparation — 
of the solution of bleach and how to flush the syringe and needle first with the bleach solution and then 
with water. The trainer also discusses sterilization of Syringes by boiling them for 20 minutes. 


Activity 8: REVIEW QUESTIONS (15 minutes) 


; Trainees fill up the worksheet 2 within 10 minutes. Trainees can discuss their answers with a partner 
Or with the trainer, 


71 
WORKSHEET 1: For Activity 2 
GROUP WORK - SEXUAL TERMINOLOGY 


Technical English _ Acceptable/ Slang/ 
Local language Colloquial 


Sexual intercourse 


Semen 
Ejaculation 
Penis 
Vagina 
Masturbation = 
ae. 


Breasts 


oe 


Anal intercourse 
Kissing 
Oral sex 
Erection 
Buttocks 
Condom 


Homosexual — 
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The group offer their ideas about good things one enjoys or OF | 
negatives Bool Once the paper or board is full, the trainer brings the group around to considering 
ways/behaviours by which the good things of sex can be kept and the bad things (risks) avoided or 
Diy ard He/she asks trainees to summarize the major points that have been shared. Overhead #2 is show 


to highlight safer sex options. : 


The trainer repeats the same brainstorming and listing process for using drugs. 


Activity 6: GAME AND DEMONSTRATION: CORRECT CONDOM USE 
(45 minutes) 


This activity aims to make all trainees more experienced at discussing and demonstrating condom 
use. Hand out a set of the condom cards to sub-groups of three trainees. Make copies of the condom cards 
for each group and mix them up. Ask the groups to put the cards in order. 


Each trainee needs a condom for this next part of the activity. Ask all trainees to unwrap the condom 
and handle it. Some trainees can try to inflate the condom. Certainly they should all stretch the condom 
to see how strong the condom is. 


After 5-10 minutes, the trainer demonstrates how to use a condom using a penis model, bottle or 
banana. State the steps as you carry out the demonstration. The trainees Should correct any mistakes in the 
order/sequencing of their cards. Then distribute condoms, models and tissue paper (for wiping lubricant 
off fingers) to all the trainees. Each trainee should act out teaching one of the group members how to use 
the condom while the other monitors (by silently reading the cards) in pairs. Each should take a tum. 


Then discuss how they feel about teaching condom use. In what situations might they/might they 


not be comfortable teaching how to use a condom? What prevents or makes people reluctant to use 
condoms? 


Activity 7; DEMONSTRATION OF THE USE OF BLEACH (15 minutes) 


of the solution of bleach and how to flush the syringe and needle first with the bleach solution and then 
with water. The trainer also discusses Sterilization of syringes by boiling them for 20 minutes. 


Activity 8: REVIEW QUESTIONS (15 minutes) 


Trainees fill up the workshee 


. (2 within 10 minutes. Trainees can discuss their answers with a partner 
or with the trainer, 
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WORKSHEET I: For Activity 2 
GROUP WORK - SEXUAL TERMINOLOGY 


- Acceptable/ Slang/ 
Local language Colloquial 


Technical English , 


Sexual intercourse 
Semen 
Ejaculation 
Penis 
Vagina 
Masturbation = 
a a 
8. Breasts “ 
Anal intercourse 
Kissing 
Oral sex 
Erection 
Buttocks 


Condom 


Homosexual - 
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(1) 


Q) 


(3) 


(4) 


WORKSHEET 2 


REVIEW QUESTIONS 


In your own workplace or community, which of the risk practices would be most difficult to 
talk about? : 


LLL 
Explain the following terms: 


Bisexual 


Masturbation 


Non-judgemental attitude 


How comfortable will you feel discussing sexual behaviour of your client if he/she is of the same 
sex? 


O) Very comfortable C1) Comfortable 


O) Uncomfortable | O Very uncomfortable 


How comfortable will you feel discussing sexual behaviour if your client is of a different sex? 
©) Very comfortable O Comfortable 


O Uncomfortable O Very uncomfortable 
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WORKSHEET 3: for Activity 6 


CONDOM USE CARDS 


4 


Carefully open the package 
so the condom does not 
tear. Do not unroll condom 
before putting it on. 


If not circumcised, pull 
foreskin back. Squeeze tip 
of condom and put it on end 
of hard penis. 


74 


Continue squeezing tip 


‘ while unrolling condom 


until it covers all of 
penis. 


Always put on acondom 
before entering partner. 
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After ejaculation 

hold rim of condom and pull 
penis out before penis gets 
soft. 


Slide condom off without 
spilling liquid (semen) 
inside. : 
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Tie and wrap the condom 
(in paper, if available) 
then throw in dust bin. 
Wash hands. 


Burn or bury the condom 
with other trash. Wash 
hands. 


(1) 


(2) 


(3) 


(4) 


(5) 
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OVERHEAD # 1: For Activity 4 
GUIDELINES ON TALKING ABOUT SENSITIVE TOPICS 


4 


Ask direct questions so as to be clear about what is worrying the client and what 
he/she wants and expects from the counsellor. 


Establish the reasons for the client's concern or belief that he/she is infected or at 
risk of infection. | sf 


Anticipate a certain degree of embarrassment at discussing sex; point out that you 
realize that people do not usually discuss it in such depth. 


Explain clearly why you must enquire into sexual practices and drug injecting — that 
it is in order to determine precisely what the client needs to do to prevent becoming 
infected or passing the infection on to others. 


Explain why you are asking questions about all the forms of transmission (viz. you 
are making sure that all possible risks are covered). 
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SEXUALITY AND SENSITIVE ISSUES 


1. SEXUALITY AND SEXUAL OPTIONS 


Sexual behaviour change of a ain is an important component of STD and HIV counselling. 
Unfortunately, many counsellors find it difficult to get over being shy, embarrassed and put off dealing 
with the sexual issue; at other times, they are judgemental and label a sexual behaviour as not normal. 
Counsellors will need the essential 4 C's - Compassion, Care, Communication and Counselling - to: 
achieve success. It is also important to have basic knowledge of sexuality and the range of sexual 
behaviours. | 


1.1 What is Sexuality? 


It actually refers to gender - male or female — but has been relegated to imply “doing” something, 
such as intercourse/orgasm, or to the vagina, penis - the genitals. Sexuality is a more complex 
phenomenon which is difficult to define but perhaps easy to understand. Sexuality refers to the total sexual. 
makeup of an individual. Sexuality includes sex, sexual behaviour, sexual intercourse. It is expressed in 
many physical ways. It is not confined to sexual intercourse but includes touching, talking, embracing, 
fantasizing, kissing, caressing or just holding hands. In addition to covering the physical aspects, sexuality 
also encompasses feelings, attitudes, values and preferences. It involves a lot of caring and sharing. 
Understanding sexuality is important for safer sex behaviour. | 


1.2 What Exactly is Normal? 


Today it is recognised that there are many variations of sexual behaviour. No two people behave 
exactly the same way sexually. On the other hand, we all like to think that how we act and how we think 
about sex is “normal”. In reality, our thinking has been conditioned by culture, tradition, society and our 
own emotions and experiences. The example may be given of homosexuality. A range of responses are 
expressed by different people about this: “They are unnatural”; “Should not be tolerated”; “It is abnormal”; 
if found in a workplace “They should be ostracised or sacked”; “It is an alternative sexual behaviour and 
homosexuals are as good as heterosexuals”. : 


‘Whatever may be the beliefs or personal views, counsellors must be non-judgemental in viewing 
the client as a person requiring compassion, care and help to practice safer sex rather than concentrating 
on changing the sexual orientation of the person. 


Certain criteria to evaluate what is “normal” in a relationship could be: 


(1) Consent between the two partners to enact what gives them mutual pleasure, e.g. oral sex, 
variations in coital positions, anal sex; 


(2) Any sexual activity that does not cause physical or mental harm; 
(3) It should be a private affair - not public; 


(4) The activity should not be exclusive (while keeping in mind that penile ~ vaginal insertion is 
the usual and necessary one for procreating), ¢.g. one partner insisting that only oral sex should be done. 
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The spectrum of sexual behaviours is wide. Some those connected with sexual behaviour in the 
context of STDs and HIV/AIDS infection are mentioned: | 


(1) Abstinence: Keeping away from sex. Culturally, in India and other parts of the region, a good 
number of young people believe that sexual intercourse should only be done after marriage. Virginity 1s 
still prized. While recommending safer sex, those wishing to practice abstinence should be encouraged. 
Definitely, they should be made knowledgeable of the consequences of unprotected sexual intercourse. 


(2) Masturbation: Means stimulating one's own genitals to reach orgasm. Most males masturbate 
with their hands, while some rub their penis against the surface of the bed, or use some object. Females 
also masturbate in the same way. Masturbation is still a taboo topic. Men masturbate more readily than 
women but few view it in a positive light. Now, masturbation can be considered as one of the satisfactory 
and harmless ways to achieve sexual satisfaction. The only harm it does is the guilty feelings it may 
produce in those who are riddled with the many misconceptions regarding masturbation. Many may reject 
the myths, the taboos and the “don'ts” about masturbation but still feel anxious, uncomfortable or guilty 
about it. It is important that while attempting to change a client's behaviour, he/she must be made to 
undersiand the value of masturbation as a safer sex procedure. 


(3) Nocturnal emissioms: If a male does not have any other method of sexual outlet, he will 
experience “wet dreams” or nocturnal emissions. The person will have a dream with erotic content during 
which ejaculation will occur. This is perfectly normal. 


(4) Oral sex: Using the mouth in any way on portions of the body is referred to as oral sex, but 
most people believe it is specifically using the mouth on the partner's genitals. “Fellatio” is when the 
female uses her mouth on the partner's genitals. “Cunnilingus” is when the male uses his mouth to 
stimulate the female's vagina. When HIV infection is a possibility or if infections in the mouth are present, 
oral sex should be avoided or the male may wear a condom while engaging in fellatio. 


(5) Homosexuality: Persons who choose to share their bodies sexually with persons of the same 
gender are called homosexuals. In a male-male relationship, the person may be termed homo-phile or gay. 
In a female-female relationship the person is known as a lesbian. Why homosexual behaviour is preferred 
by some is still debated. The term “alternative sexuality” is becoming a more acceptable term. Attitudes 
towards homosexuality are changing although there is still a great deal of antagonism, contempt, anger 
and misunderstanding among people. Health professionals are now coming to accept homosexuality more 
as a sexual variation than as an illness. Sometimes, homosexual experiences may be situational as occurs 
in prisons, some boarding schools and colleges. The person may participate voluntarily or be forced even 


when he/she usually prefers heterosexual intercourse. Bisexuals are persons who are sexually attracted to 
both men and women. 


Homosexual behaviour is dangerous only if penetrative anal sex occurs. Fine injuries or ruptures 
around the anus help the meeting of HIV infected blood or semen with the blood of the uninfected partner. 
Oral Sex which is a popular sexual activity with homosexuals can be unsafe if a partner has mouth, vaginal 
or penile lesions. Condom usage on every occasion is a must. Often behaviour like “cruising”, where a 
person goes out to find an unknown partner or stranger in a train, exhibition etc. is very unsafe behaviour 
and the dangers should always be explained to the client. 


On counsellors and sexuality 
A few final words for counsellors on sexuality 
@ they should be comfortable and familiar with the terminology of human anatomy, physiology 


and sexual behaviour; 
@ they should understand the basic underlying processes of reproductive and sexual physiology; 
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@ they need to appreciate the range and variety of sexual expression in the human culture; 
_ @ they must recognize the social implications of human sexual behaviour and the relative nature 
of these implications in different societies; 
@ they have to work at being able to deal candidly with their own sexuality in relation to oneself 
and others, and reflect on the related moral and ethical dilemmas. 


2. GUIDELINES ON TALKING ABOUT SENSITIVE TOPICS 


It is necessary for counsellors to obtain an understanding, or history of the behaviour which may 
have exposed the client to HIV infection or AIDS. This means that counsellors must be able to gather and 
interpret information about very private - and sometimes illegal or socially condemned — behaviour. There 
is no simple formula for getting people to talk about topics such as their own sexual activities, drug 
injecting or responses to infection from blood transfusion. Effective discussion of sensitive topics will 
depend in large part upon the ability of the counsellor to: 


@ gear his/her communication to the emotional and intellectual level of the client; 

@ make the client feel safe, secure and accepted by establishing a supportive relationship; and, . 

@ demonstrate his/her own ease in talking about topics usually avoided in ordinary social life or 
in medical consultations. | 


Whatever approach a counsellor uses, it will require skill, tact and sensitivity towards the client. 
With some clients, counselling can be a process which develops gradually and may need to be eased into 
slowly. Early on, a rapport will need to be established, together with an overall atmosphere that helps the 
client to develop a feeling of safety and trust, without which the counselling process will not be 
completely successful. The counsellor's style must therefore be reassuring, confident and direct, but 
considerate of the client's feelings and fears and acknowledging the client's difficulty. 


The following specific guidelines on talking about sensitive topics will be useful to counsellors: _ 


(1) Ask direct questions so as to be clear about what is worrying the client, and what he/she 
wants and expects from the counsellor. 


Example: What do you want from me (this clinic, hospital, etc.) right now? What made you 
decide to come here now? 


(2) Establish the reasons for the client's concern or belief that he/she is infected or at risk of 
infection. 


Example: You tell me that you are afraid you have AIDS. Tell me what you know about the 
ways in which people become infected. In which of these ways are you most at risk? 


(3) Anticipate a certain degree of embarrassment at discussing Sex; point out that you realize that 
people do not usually discuss it in such depth. 


Example: We do not usually talk very openly about sex in our country. But, now, since you 
believe you may have been at risk of infection, you and I must determine the degree of risk. 
To do that, I have to ask some very specific questions. Most people feel a bit embarrassed by 
these questions, and you may (oo. For example, I need to know how many sexual partners you 
have had over the past six months. 


(4) Explain clearly why you must enquire into sexual practices and drug injecting - that it is in 
order to determine precisely what the client needs to do to prevent becoming infected or 
passing the infection on to others. 
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Example: HIV is transmitted in a number of quite specific ways. You know that sharing 
needles is dangerous for you and for others. What can you do to keep yourself free of 


infection, or to protect other people? 
(5) Explain why you are asking questions about all forms of transmission. 


Example: Sometimes people are offended when I ask about practices that seem strange or 
even repulsive because they are not common in this area. But, people travel, and sometimes 
experiment, so we must make sure that all the possible risks are covered. | 


In such interviewing, the counsellor should use the formal expression first (e.g. vaginal intercourse). 
If it is not understood, the slang expression should be used and the client asked which one is preferred. 
The client must not feel that the counsellor is making any moral judgement on any sexual behaviour or 


other risk behaviour. 


The counsellor should check frequently to make sure that the client understands what is being said 
- for instance, by asking the client to repeat in his/her own words what the counsellor has been Saying. 


The counsellor should also ensure by asking the questions given below that everyone being 
counselled for the prevention of HIV infection receives and understands the following 3 essential 
messages: | 


‘There is no cure for HIV infection. Prevention is the only defence at the present time.” 
I 


_ Questions: How do you think that HIV infection is spread? If you want to stay free of infection, 
what changes will you have to make? Changes of this kind are difficult for most people - what can we 
do to help you make them and not fall back into the old ways? What will you tell others (spouse, partner) 
about why you are changing your sexual behaviour? | 


‘HIV can be transmitted through vaginal and anal sex; Sharing needles; and contaminated 
blood.” : 


Questions: What do you think people find most difficult when they give up (whatever the risk 


behaviour is)? What do you think might be hardest for you? When you say you do some risky things, 
what do you mean? | 


‘HIV transmission can be prevented only through abstinence, or sex without exposure to blood, 
semen or vaginal/cervical fluids. To lessen the risk of sexual transmission, men should use a 
condom each time and from start to finish. Women should ensure that their partner uses one. The 
more Sexual partners, the greater the risk of exposure, Drug injectors should not share with 
anyone else syringes or other drug-related instruments that pierce the skin.” 


Questions: Do you think it is possible for you and your spouse/partner to abstain from sex? Have 


you tried condoms? When you and your spouse/partner talk about condoms, how comfortable is each one 
of you? What do you know about the best way to use a condom? 


The client should be given time and information with which to discuss appropriate means of 


infection control and avoidance (see Module V1 for “Practical Information for People with HIV Infection 
and Disease”), 


This information must be communicated in a language and terms that the client understands. The 
counsellor will need to try different versions and to vary it for individual cases. 
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Clients may be given a pamphlet or leaflet containing information on HIV transmission, prevention 
and condom use. If they cannot read, the counsellor should go over the details, using questions to double- 
check that the information is being understood. Clients who can read and write should be encouraged to 
make notes and take them home. Follow-up questions might also be used. 


3. CULTURAL FACTORS INFLUENCING SEXUAL BEHAVIOUR 


It is important to note that, in some cultures, the absence of penetrative sex is the same as not having 
had sex at all —- suggestions for safer sexual practices may therefore not be well received in many cultural 
settings. In these cases, it must be reiterated that the only completely safe behaviour is a monogamous 
long-lasting relationship in which neither partner is infected with HIV. | 


The counsellor should anticipate that some of this information may be met with embarrassment, 
laughter, turing away, or even anger depending on the cultural context. On religious grounds, for 
example, a person might become angry with a counsellor who mentions masturbation: As always, the 
counsellor should respect the client's beliefs, but point out that everyone is entitled to complete. 
information, whether or not a decision is made to act on it. 


4. TALKING ABOUT LEVELS OF RISK 


The risk associated with some sexual practices has not been definitely established. The counsellor 
must be as certain as possible that the client understands the relative degree of risk involved. In discussing 
these levels of risk, it will once again be necessary for the counsellor to engage the client in talking about 
taboo topics or unfamiliar practices. Messages about relative degrees of risk will be most clearly 
understood after information about safer sex has been given and its implications discussed. 


5. TALKING ABOUT THE USE OF CONDOMS 


The counsellor must emphasize to clients of both sexes the importance of consistent use of condoms. 
Even if there is strong resistance to the use of condoms, clients must be helped to assess realistically the 
risks to themselves and others of not using them if they have been at risk of infection or intend to practice 
unsafe sexual or other behaviour. 


The counsellor should be forthright in telling clients that condoms need getting used to, and that they 
will need to practice putting them on. Clients also need to be told that condoms are not foolproof against 


tearing or leakage, and must be put on carefully and properly. 


Instructions for condom users - For maximum protection against HIV infection, condoms must 
be used correctly. Make sure that you understand and follow these instructions: 
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» Use anew condom every time you have intercourse. Check the expiry date before use. - 

Always put the condom on the erect penis before intercourse begins. 

e Inputting on the condom, squeeze the nipple or empty space al the end of the condom in order 
to remove the air. Do not pull the condom tightly against the tip of the penis; leave the small 
empty space (one or two centimetres) at the end of the condom to hold the semen. 


Unroll the condom all the way to the base of the penis. 
If the condom tears during intercourse, withdraw the penis immediately and put on a new 


condom. 
After ejaculation, withdraw the penis while it is still erect. Hold the rim of the condom as you 


withdraw, so that the condom does not slip off. vi te 

e Remove the condom carefully so that seminal fluid does not spill out. Dispose of used condoms 
in a closed receptacle for waste. : | 

e Ifa lubricant is desired, use a water-based one, since petroleum jelly may damage condoms. 

e Donotuse saliva as a lubricant - it is ineffective and may lead to breaking of the condom. 

e Store condoms away from excessive heat, light, and moisture, as these cause them to deteriorate 
and perhaps break. Do not keep them in the glove compartment of cars or wallet for long 
periods of time. . 

e Condoms that are sticky or brittle or otherwise damaged should not be used. 


These instructions may prove difficult to follow by even the well educated. It is preferable that 
counsellors become conversant with them and explain them in simple language. Use of simple graphic 
material (adapted to the culture) is recommended. Consider adapting the culturally appropriate graphics 
already in use by family planning associations in your area. 


6. TALKING ABOUT THE USE OF BLEACH TO DISINFECT SYRINGES 
AND NEEDLES AND OTHER INJECTING EQUIPMENT 


The counsellor must emphasize the importance of avoiding using drugs. The counsellor must also 
emphasize that if drug use can not be avoided, then it is important to avoid injecting drugs. If the person 
cannot avoid the use of injecting drugs, then give instructions not to share needles, syringes and other 
injecting equipment. Explain the risk of HIV transmission through sharing needles and syringes and other 
skin piercing instruments. If the injecting drug user cannot avoid the use of sharing needles or other 
injecting equipments, then instruct the person to do the following: 


The first step is to flush the equipment several times with clean water to get rid of the blood or other 
debris stuck inside the equipment. Then, either: 


sterilize by boiling the injecting equipment for 20 minutes. 
or 
use the bleach in the following manner: 
e A level teaspoon of household bleach should be mixed with a litre of water. 


@ Put the solution into a bowl and flush twice the syringe and needle with the solution. 
e Flush twice the syringe and needle with water. 
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SUMMARY 


Human sexuality is a very important aspect of people's lives and needs to be well understood 
by counsellors when doing HIV preveation and supportive counselling. It refers not only to sexual 
intercourse/activities but also to feelings, attitudes and values. What is considered as normal by 
one person in one society may be considered as abnormal by someone else in another social 
environment. It is important for counsellors to be non-judgemental about clients’ sexual 
preferences and orientations and keep the focus on exploring safer sex options. Some of the sexual 
behaviours that need special attention in connection with STDs and HIV are: abstinence, 
masturbation, nocturnal emissions, oral sex and homosexuality. 


To obtain an understanding of the client's behaviour which led to or places him/her at risk 
of HIV infection, the counsellor must be able to obtain information on such Sensitive topics as 
sexual practices and drug injecting. This can be done only through informed questioning. 
Questions must also be used to ensure that all clients understand the basic information on HIV 
infection and its prevention. Clients must be given advice on safer sexual practices, but told that 
the only completely safe behaviour is sexual abstinence or a monogamous long-lasting 
relationship. The latter is particularly important in cultures in which advice on non-penetrative 
or safer sexual practices is not well received. In discussing levels of risk, counsellors will again 
have to talk to clients about sensitive topics, and will themselves need to decide how ready they are 
to talk about them. The consistent use of condoms must be emphasized and instructions given on 
how they should be used. Importance of not sharing needles and syringes and other injecting 
equipment should be emphasised and the use of bleach to sterilize injecting equipment should be 
explained. | oe 


MobuwuLe 6 
PRE- AND POST-TEST COUNSELLING 


MODULE 6 


PRE- AND POST-TEST COUNSELLING 


% 


Objectives: (a) To enable the trainees to recognize the information needs of the people who 
come for counselling and test negative or positive. 


(b) To enable the trainees to build skills in risk assessment and in breaking of bad 
news. | 


Time to complete the Module: 2 hours 50 minutes. 


SUMMARY OF ACTIVITIES 


(1) Presentation: HIV antibody testing. | 
(2) Group work: Process of pre-test and post-test counselling. 


(3) Role play: Pre-test and post-test scenarios. 
(4) Exercise: Breaking the news. 
(5) Review questions. 


Activity 1; PRESENTATION: HIV ANTIBODY TESTING (30 minutes) 


This presentation allows the trainer to review the reasons for HIV antibody testing and issues related ~ 
to testing such as confidentiality, disease surveillance, record keeping, mandatory or voluntary nature of ~ 
testing. The trainer makes the presentation on the two aspects of testing “Reasons” and “Issues” with the 
help of Overheads#1 & 2 without going into too much technical detail. The presentation lasts for 20 
minutes followed by 10 minutes of group discussion or questions. . , 


Activity 2: GROUP WORK: PROCESS OF PRE-TEST AND POST-TEST 
COUNSELLING (45 minutes) 


The purpose of this activity is to help the participants to idenufy the critical questions and steps 
involved in pre-test and post-test counselling. Divide trainees into 5 groups. Give each group a card with 
a pre-test or post-test situation. Ask each group to make a list of the questions or steps related to the 
situation on the card. Give the groups 10 minutes for discussion. Ask each group to present their situation 
and justify their questions or steps. Allow 5 minutes for each group-presentation. 
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mmary ‘points (taken from the Supplementary Reading) for 


ith su i 
The uainer wraps up the session w hasizing for the participants to recognise and respect the 


pre-test and post-test counselling situations, emp 
special needs of each client. 


*. 


Activity 3: ROLE PLAY: PRE-TEST AND POST-TEST SCENARIOS (1 hour) 


The two role plays are designed to help the trainees to understand that pre-test and post-test 
counselling are related activities. The trainer asks participants to form 2 groups. 


Each group gets a card with Robin's scenario - one as pre-test and the other as post-test. Two 
volunteers in each group are recruited to play the roles of counsellor and client. Each group is instructed 
to prepare and rehearse their role play for 20 minutes. After this preparation time, the two sets of 
volunteers enact their scenario for the full group for 7-10 minutes each. After each role play, all the 
trainees discuss the main issues involved and the kind of counselling provided. 


At the end of the two role plays, the trainer ends the activity, making sure that all trainees recognize 
the importance of linking pre- and post-test counselling. Allow about one hour for this activity. 


Activity 4; EXERCISE: BREAKING THE NEWS (20 minutes) 


This exercise aims at helping the trainees in realizing their own fears as counsellors about dealing 
with clients who have tested as HIV positive. ; | 


Ask trainees to write confidentially on a small piece of paper one fear/worry which they have about 
breaking the bad news of a positive test result to a client. The trainer emphasizes that this should be a 
concern or fear of the trainee-counsellors and not that of the client. 


A volunteer collects all the papers in a basket, mixes them, and then gives one to each fellow trainee. 
Each trainee reads aloud what is written on his/her paper and decides whether this concern can be lessened 
by increasing knowledge, or improving skills or acknowledging personal issues. The trainer lists three 
areas on a flip chart as Knowledge, Skills, and Personal Issues. After each trainee decides in which 


category his/her paper comes, the trainer places a tick-mark under one of the three categories on the flip 
chart. 


__ After all the worries have been listed, the trainer concludes with general remarks about the category 
where most concerns have come up as seen on the flip chart and the importance of all three (Knowledge, 
Skills and Personal Issues) in effective counselling. Allow 20 minutes for this activity. 


Activity 5: REVIEW QUESTIONS (15 minutes) 


At the end each trainee will complete the worksheet and return it to the trainer. The trainer reads out 


some responses at random and clarifies any misconceptions or ambiguities. This activity should take 15 
minutes, 
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PRE-TEST AND POST-TEST COUNSELLING SITUATIONS: For Activity 2 
One for each group 


#1 


List and record some of the things/questions a counsellor might do and/or ask during a pre-test situation. 


#2 


List and report some of the questions or steps a counsellor might ask and/or take during a post-test 
situation where the test result is negative. 


#3 

List and record some of the things/questions a client might do/say/ask after hearing a positive test result. 
44 

Sam, a 22-year old student read about AIDS. In the last few years, he has had anal sex with several niale 
partners and has never used a condom. He is not only worried about AIDS but also feels terribly guilty. 


He has not had the courage to talk about his sexual behaviour to anybody. Today he has come to the 
testing centre for a test. List some questions you would use as a counsellor in order to explore the problem. 


#5 


Ali, a 28-year old man donated blood for his father without any pre-test counselling. His blood sample was 
tested and found to be positive for HIV antibodies. He came to know that blood banks test for HIV. Now 
he wants to find out the test result for his blood on the phone. But the blood bank has advised him to come 
to the counsellor in the centre. The counsellor knows the test result. He has come today but is in a hurry 
to go back to his office as quickly as possible. va 


List some questions you would use as the counsellor to explore the problem. 
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ROLE PLAY: For Activity 3 


PRE-TEST AND POST-TEST SCENARIOS 


#1 


Robin is a 32-year old married man with two children. He has been having an affair with another 
married woman, Sheila, for the last few years. A friend of Sheila has recently been diagnosed as 
infected with HIV. Robin is worried about his wife and children. He comes to you seeking help. 


#2 


Robin is a 32-year old married man with two children.. He has been having an affair with another 
married woman, Sheila, for the last few years. He had gone for Sheila testing because he was worried 
after hearing about a friend who had been diagonsed as HIV positive. Robin had received pre-test 
counselling from you and has come back to you after the result. Robin has tested HIV positive. He 
disbelieves the test. He also expresses his concern about the future of his family. 


WORKSHEET 


REVIEW QUESTIONS 


% 
Correct the sentence: 


George came for an AIDS test. 


aan enn eee 


What is a “window period”? 
a er 
rT 


ne 


List three types of people who may seek testing? 
a 
ee 


2 LS ee eee ee eat a SpA SANGER POET 


Give two reasons for not giving an HIV test result on the telephone. 
ae ee nn eae 
nda 
ae 
What issues should be discussed with a person who tests HIV negative? 
Fee nena cnc ee a ca ncaa ree a ee eo an sane 
FO cece ee eee eee eee =n 


ES Es 
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OVERHEADS: For Activity I 


REASONS FOR DOING HIV ANTIBODY TESTING 
1. Compulsory/mandatory screening of blood for transfusion and blood 
products. 


To prevent HIV being transmitted to the recipient. ; 


2. Disease surveillance (in an anonymous, unlinked manner). 
To monitor the trend of HIV infection. 
To plan future prevention and control strategies. 

3. Voluntary, confidential Testing. 


Upon a client's request. 


4. Research. 


To develop vaccines/drugs. 


OVERHEAD#?2: For Activity 1 


ISSUES RELATED TO HIV ANTIBODY TESTING 


3 


2. 


a] 


Confidentiality. 

Disease Surveillance. 

Record Keeping. 

Mandatory Blood Testing. 

Voluntary Blood Testing. 

Informed Consent. 

Travel Abroad - for a visit or education. 
Hospital Testing for HIV. | 


Request from friends/family. 
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PRE- AND POST-TEST COUNSELLING 


1. ROLE OF ANTIBODY TESTING 


Voluntary testing services should be nade widely available as part of AIDS prevention and control wy 
programmes. Access to such services should be facilitated and provision made for counselling. Both pre- 
and post-test counselling sessions should accompany testing - or the decision not to be tested. The 
information given at these sessions can be reinforced by providing written material. 


Counsellors everywhere have to deal with wrong ideas and even anxieties about HIV antibody 
testing. The counsellor must ensure that the client understands what the test implies and what a posiiive . 
or negative result means. Many people believe that a positive enzyme-linked immunosorbent assay ; 
(ELISA) means that they have AIDS, and this may cause great distress. The counsellor must deal with the 
fear and communicate the facts unambiguously. People whose test is negative may feel relieved and 
believe that they can go on living again in the same way as before. Preventive counselling must begin 
immediately to prevent this attitude. They must be told about the "window period" and what they should 
do to prevent acquiring or passing on the infection, and be urged to return for follow-up counselling. 


People who are considering being tested for HIV infection must be given the information they need ~ 
to be able to make a well-informed decision on whether to have the test. The information must be up-to- | 
date and cover the technical aspects of testing and its medical and social implications. Confidentiality 
must be ensured. * . | 


Mandatory testing for HIV has no place in programmes for AIDS prevention and control. It is not 
recommended except for screening of donated blood prior to transfusion or of semen, or other cells, 
tissues or organs prior to transplantation. Such screening should not be carried out without consent and 
counselling, and confidentiality must be ensured.”” ye 


2. COUNSELLING ISSUES RELATED TO TEST-SEEKING 


Testing raises many questions for the counsellor, not the least of which is how to assess clients’ 
reasons and motivation for seeking a test. : | ) 


People sometimes donate blood so as to have a pretext for undergoing an antibody test. The 
counsellor should discourage this practice. Those who do so miss the opportunity which counselling offers 
to discuss safe sexual practices and related matters. 


In some places facilities for testing are not readily available. Where this is so, every effort should 
be made to emphasize preventive counselling, especially the need for behavioural change where there has 
been high-risk activity, and the maintaining of low-risk behaviour where behaviour change has been 
practised. Counselling, education, information, and support are all vitally important in bringing about and 
maintaining behavioural change. | ; 


3. PRE-TEST COUNSELLING 


3.1 The Aim of Pre-test Counselling 


Counselling before the test should provide individuals who are considering being tested with the 
information on the technical aspects of screening and on the possible personal, medical, social, 
psychological, and legal implications of being found either HIV-positive or HIV-negative. The 
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information should be given in a manner that is easy to understand and should be up to date. Testing 
should be seen as a positive act that is linked to changes in risk behaviour. 


A decision to be tested should be an informed decision. Informed consent implies prlesioa Looe 
possible implications of a test result. In some countries, the law requires wine an ey) a pm 38 
testing can take place; in others, implicit consent Is assumed whenever people seck he hie , a 
must be a clear understanding of the policy on consent in every instance, and anyone considering being 
tested should understand the limits and potential consequences of testing. 


i infecti ized i hat minimizes the possibility of 

Testing for HIV infection should be organized in such a way t imizes 
MP Boome orto or of discrimination. In screening, the rights of the individual must also be 
recognized and respected. Counselling should actively endorse and encourage those rights, both for those 
being tested and for those with access to records and results. Confidentiality should be ensured in every 


instance. ‘Ss 
3.2 Issues in Pre-test Counselling 
Pre-test counselling should be centred on two main topics: first, the person's personal history and 


risk of being or having been exposed to HIV (box #1); secondly, the client's understanding of HIV/AIDS 
and previous experience in dealing with crisis situations (box #2). 7 


In assessing the likelihood that the person has been exposed to HIV, the following aspects of his or 
her life since about 1980 should be taken into account: 


' BOX #1: Assessment of Risk 


e Frequency and type of sexual behaviour and specific sexual practices; in particular, high- 
risk practices, such as vaginal and anal intercourse without using condoms, 
unprotected sexual relations with commercial sex workers, and drug injecting. 

e Being part of a group with known high HIV prevalence or with known high-risk life- _ 
Styles, e.g. injecting drug users, male and female commercial sex workers and their 
clients, prisoners, and homosexual and bisexual men. 

e History of blood transfusion, organ transplant, or administration of blood or body 

products. 

Exposure to possibly non-sterile invasive procedures, such as tattooing and scarification. 


BOX #2: Assessment of Psychosocial Factors and Knowledge 


Why is the test being requested? 

What particular behaviours or symptoms are of concer to the client? 

What does the client know about the test and its uses? 

Has the client considered what to do or how he/she would react if the result was positive, 


or if it was negative? 
What are the client's beliefs and knowledge about HIV transmission and its relationship to 
risk behaviour? 


Who could provide (and is currently providing) emotional and social support (family, 
friends, others)? 


Has the client sought testing before and, if so, when, from whom, for what reason, and with 
what result? 
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This initial assessment should make it possible to discuss and assess the likelihood of the client's 
understanding: (a) the meaning and potential consequences of a positive or negative result; and (b) how 
change in behaviour can reduce the risk of infection or transmission to others. 


Pre-test counselling should include a careful consideration of the person's ability to cope with a 
diagnosis and the changes that may need to be made in response to it. It should also encourage the person 
being counselled to consider why he or she wishes to be tested and what purpose the test will serve. When 
the counsellor enquires about persona!history, it is important to remember that the client: 


@ may be too anxious to fully absorb what the counsellor says; 

e@ may have unrealistic expectations about the test; 

@ may not realize why questions are being asked about private matters and therefore be reluctant 
to answer; and 

@ may not be willing to change behaviour irrespective of the result. 


During pre-test counselling, it is also important that the client be told that current testing procedures 
are not infallible. Both false-positive and false-negative results occasionally occur, although supplemental 
(confirmatory) tests are very reliable if an initial test is positive. These facts must be clearly explained, 
together with information about the “window penod” during which the test may be unable to assess the 
true infection status of the person. 

% 

In summary pre-test counselling should:* 


determine what that person understands about HIV and AIDS; 
provide factual information as needed; 

discuss potential implications of a ete and negative test result; 
explain and obtain informed consent, - 

review the fest procedure, 

assess the person's ability to cope aie a positive result; and 
establish a relationship as a basis for post-test counselling. 


4. POST-TEST COUNSELLING 
HIV testing can have three possible outcomes: 
(1) anegative result; 


(2) a positive result; 
(3) an equivocal result. 


98 


4.1 Counselling after a Negative Result 


ult (whether this was expected 
‘mportant to carefully discuss the meaning of a negative res 
or at The pel ec the result was negative is likely to produce a feeling of relief or euphoria, but the 


following points must be emphasized: 


(1) Following possible exposure to HIV, the “window period” must have elapsed before test results 
can be considered reliable. This means that, in most Cases, a minimum of at least three months must have 
elapsed from the time of possible exposure before a negative test can be considered to mean that infection 
did not occur. A negative test result carries greatest certainty if at least six months have elapsed since the 


last possible exposure. 


(2) Further exposure to HIV infection can be prevented only by avoiding high-risk behaviours. 
Safer sex and avoidance of needle-sharing must be fully explained in a way that is understood and permits 
appropriate choices to be made. 


(3) Other information on control and avoidance of HIV infection, including the development of 
positive health behaviours, must be provided. It may be necessary to repeat such explanations and for the 
counsellor and the person being counselled to practice together methods of negotiating these with others, 
in order to assist the client in introducing and maintaining the new behaviour. 


4.2 Counselling after a Positive Result 


People diagnosed as having HIV infection or disease should be told as soon as possible. The first 
discussion should be held in private and under conditions of confidentiality, and the client should be given ~ 
time to absorb the news. After a period of preliminary adjustment, the client should be given a clear, ~ 
factual explanation of what this news means. This is not a time for speculation about prognosis or 
estimates of time left to live, but for acknowledging the shock of the diagnosis and for offering and 
providing support. It is also a time for encouraging hope ~ hope that achievable solutions can be found 
to the resulting personal and practical problems. Where resources are available, it may also be justifiable 
to talk about possible treatments for some symptoms of HIV infection and about the efficacy of new 
roe drugs. Important practical information for people with HIV infection must be provided (see points 

.3 and 5). | 


After a positive result, the counselling relationship may enter a new phase. Crisis counselling will 
always be necessary, and usually also problem-solving counselling. The pre-test assessment can be used 
to determine the best way to tell the client about the test result. How the news is accepted will depend on 
the person's personality, psychosocial circumstances, previous knowledge of HIV, and cultural attitudes 
towards AIDS. The client must be told how to contact the counsellor during periods of severe stress. There 
should be some discussion of what may happen if employers or others learn that the person is HIV- 
infected. All the information previously given about safer sex, prevention of transmission, and maintaining 
health must be repeated. Follow-up visits must be arranged, often on a routine basis. 


Counsellors must always stress the individual's responsibility for changing behaviour to avoid 


infection or to limit, if not eliminate, the risk of transmission, and the life-long nature of the infection and 
of the risk of infecting others. 


How the news of HIV infection is accepted or incorporated often depends on the following: 
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(1) The person's physical health at the time. People who are ill may have a delayed reaction. Their 
true response may appear only when they have grown physically stronger. 


(2) How well prepared the person was for the news, People who are completely unprepared may 
react very differently from those who were prepared and perhaps expecting the result. However, even those 
who are well prepared may experience the reactions described herein. 


(3) How well supported the person i$ in the community and how easily he/she can call on friends. 
Factors such as job satisfaction, family life and cohesion, and Opportunities for recreation and sexual 
contact may all make a difference in the way a person responds. The reaction of the news of HIV infection 
may be much worse in people who are socially isolated and have little money, poor work prospects, little 
family support, and inadequate housing. 


(4) The person's pre-test personality and psychological condition. Where psychological distress 
existed before the test result was known, the reactions may be either more or less complicated and require 
different management strategies than those found in persons without such difficulties. Post-result 
management should take account of the person's psychological and/or psychiatric history, particularly as 
the stress of living with HIV may act as a catalyst for the re-appearance of earlier disturbance. 


In some cases, news of HIV infection can bring out previously unresolved fears and problems. These 
can often complicate the process of acceptance and adjustment and will need to be handled sensitively, 
carefully, and as soon as possible. ; : 


(5) The cultural and spiritual values attached to AIDS, illness, and death. In some ‘communities 
with a strong belief in life after death, or with a fatalistic attitude towards life, personal knowledge of HIV 
infection may be received more calmly than in others. On the other hand, there may be communities in 
which AIDS is seen as evidence of antisocial or blasphemous behaviour and is thus associated with 
feelings of guilt and rejection. 


Counselling and support are most needed when reactions to the news of HIV infection or disease 
appear. Some reactions may initially be very intense. It is important to remember that such responses are 
usually a normal reaction to life-threatening news and as such should be anticipated. 


The psychological states that develop in most people with HIV infection or disease revolve around 
uncertainty and adjustment. | 


HIV infection gives rise to uncertainty about hopes and expectations about life in general, but it may ‘af 
be felt mainly about family and job. An even more fundamental uncertainty may concer the quality and 
length of life, the effect of treatment, and the response of society, all of which are relatively unpredictable 
in terms of their long-term outcome. They need to be discussed openly and frankly but care should always 
be taken to ensure that hope and a positive outlook prevail. : 


In response to uncertainty, the person with HIV must make a variety of adjustments. Even the 
apparent absence of response may, in itself, be an adjustment through denial. People adjust to news of their 
infection or disease from the time they are first told. Their day-to-day lives will reflect the tension between 
uncertainty and adjustment. It is this tension that causes other psychological issues to assume more Or less 
prominence and intensity from time to time. 


There is no way of predicting the reaction to news of HIV infection or disease. Some people will go 
into shock and a state of crisis, then come around to acceptance, with medical care and counselling. Others 
will resort to denial, and face up to their condition only when they become too ill or weak to keep up the 


pretence. 
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Miller’, in “Living with AIDS and: HIV”, writes that shock is a normal response to life-threatening 
news and bes listed the following common shock reactions to diagnosis or infecuon : 


numbness/“stunned” silence/disbelief; 1 . 
confusion/distractibility/uncertainty about present and future circumstances, 


denial (“It can't be true”, “Don't worry, things will be fine”); 

despair (“Oh my God, everything is ruined”); | | 

anger towards health staff, loved ones etc., over the impact on life and circumstances; 

fear of pain, death, disability, loss of bodily/mental functioning, loss of confidentiality/privacy, 

guilt/self-recrimination over the association of infection or illness with sexual activity, or with 
being gay or a drug user, 

acute and severe anxiety; 

emotional lability (moving quickly and unpredictably from tears to laughter and vice versa); 

sadness and morbid concern about the future, work, lover/spouse, family, health; 

suspicion about the actions and behaviour of stafffloved ones/helpers;, 

relief at knowing what causes the recent illness. 


In conjunction with these, Miller also cites a number of behavioural reactions to shock: 


@ crying ~ episodic and often unpredictable; 3 ' 

@ anger and irritability - towards anybody, often “sparked off” by trivial and unimportant events, 
(may be physical and/or verbal) 

e withdrawal — distancing from present issues and circumstances, reluctance to become involved 
in conversation, activities or plans for treatment; 

e self-denigration - description of the self as “deserving this plague”, “worthless”, “unclean and 
dirty”; . i 

e checking the body for signs of further infection or physical deterioration; 

@ questioning - for reassurance, further information. 


_ The following points need to be repeatedly emphasized: : Lapa - 


(1) HIV infection is not AIDS. Prognosis vary, but every infected person should be encouraged to 
live a normal social and economic life unless AIDS-related symptoms do not permit this. Since normal 


living requires the support of others, those concerned may need regular counselling to anticipate and cope 
with new needs. 


(2) Aperson who is HIV positive should take care of his/her general health. The presence of other 
infections, such as other sexually transmitted diseases or any illness will affect the immune response and 
may hasten the development.of. AIDS. The counsellor must stress the need to avoid exposure to illness as 
a measure to prolong life. The counsellor must explain how the risk of infections can be avoided through 


general home hygiene and the prevention of other sexually transmitted diseases, emphasizing the use of 
condoms and reducing the number of sexual partners. 


. (3) Spouses and partners will need support; telling them that HIV infection has been found is 
difficult, and considerable support for this may be needed from the counsellor. Bringing spouses or 


" in for counselling to prevent transmission and, where indicated, testing is a frequent counselling 
goal. 


(4) Spouses and partners must be protected against infection. Condoms should be recommended 
to prevent infection transmission and re-infection of the patient. The counsellor should stress the need 
for care in ensuring that the condoms are of good quality and intact. Latex condoms are much safer than 
animal-membrane condoms. The proper and consistent use of condoms should be stressed. The use of 


101 


condoms may not be acceptable in some cultures and countries. Objections to them, and the consequences 
of not using them, need to be discussed. 


(5) Person who is HIV positive should not share their syringes, needles, or other skin-piercing 
instruments. 


a 
In summary after a positive test result, post-test counselling should: 


ensure that the person understands what a positive HIV test result means; 

discuss how they feel about being infected; 

provide support to help the person deal with these feelings; 

discuss their plans for the immediate future; 

establish a relationship with the person as a basis for future counselling; 

schedule appointments for medical evaluation and follow-up counselling; 
_ counsel partner(s) if possible; and . 

refer the person to local community services if uate 


- 


4.3 Guidelines on Prevention of Further Sexual Transmission of HIV 


_ The following general guidelines are aimed at individuals or groups directly affected by an HIV- 
positive result. Counsellors can share them with the clients and their partners or give them as a hand-out 
for them to read and keep. 


Recommendations to HIV-infected persons 


(1) Inform former and current sexual partners about your HIV infection and recommend that they 
visit a testing centre or health-care provider for counselling and evaluation (including, if available, 
- serological testing). Lf you are unable or unwilling to notify former and current sexual partners personally, 
request health workers or public health agencies to notify or help with notifying such partners. | 


(2) Inform potential sexual partners of your HIV infection and either decide to avoid sexual 
intercourse, rigorously restricting sexual contact to activities (e.g., hugging, caressing) that do not involve 
sharing of semen, vaginal and cervical secretions, or blood, or discuss the precautions that need to be taken 
to minimize the risk of HIV transmission from sexual activity(e.g., the use of condoms). 


(3) If you both decide to engage in penetrative sexual intercourse, learn how to use condoms 
correctly, as consistent correct use will reduce the risk of HIV transmission. 


(4) Strictly avoid sexual intercourse when you or your sexual partner has an infection or lesion in 
the genital, anal, or oral area and during menstruation. 


(5) Avoid pregnancy. HIV-infected women who are pregnant should know about the great health 
risk to their unborn children and the potential health hazard to themselves, and be provided with 
counselling services. HIV-infected men should discuss the hazard of pregnancy with their partners. 

(6) Do not share syringes, needles or other skin piercing instruments. 


(7) Do not donate blood, plasma, body organs, or other tissues. 


(8) Mothers should continue to breastfeed. 
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(3) Educate patients about HIV transmission and its prevention, including, as appropriate: 
the avoidance of partners at high risk for infection(e.g. users of intravenous drugs, 


commercial sex workers, men who have sex with commercial sex workers, persons who 
engage in other high risk sexual activities). : 


— instruction on the correct use of condoms. 
(4) Offer HIV testing and counselling to people at increased risk of HIV infection. 


(5) Find out what services and resources are available within the community so that people can 
be referred appropriately. 7 


(6) Where resources and programmes exist, be prepared to provide additional support through 
counselling, peer groups, and other services for HIV-infected persons and their sexual partners, or at least 
refer them to public health or other medical facilities for such support. 


(7) Urge the person to refer sexual contacts, and be prepared to fulfil your role in such referrals, 
including referring the contact to public health agencies when indicated. 


(8) Assist HIV-infected and non-infected users of intravenous drugs to obtain treatment for their 
addiction and to avoid sharing needles and drug-injecting equipment. 


(9) Inform HIV-infected women who are pregnant about the great health risk to their unbom child 
and the potential risk to themselves, and provide them with opportunities for counselling. Provide similar 
information and counselling to all HIV-infected women in the childbearing age group. 


6.3 Precautions for Health Workers 


The statements in this section about precautions for health workers are based on the 
recommendations for prevention of HIV transmission in health-care settings of the United States Centers 
for Disease Control’. | 


All HIV counsellors should be aware of the nature of these precautions, and counsellors and health — 
workers everywhere will need to recognize the obstacles to implementing them. For example, there may 
be no sterilization equipment, disposable syringes, aprons or gloves. Health workers must then find other 
ways of protecting those who care for people who are HIV-infected or have AIDS. 


Blood and body-fluid precautions should be consistently used with all patients. (HIV has been | 
isolated from blood, semen, vaginal secretion, saliva, tears, breast milk, cerebrospinal fluid, amniotic fluid, 
and urine, and is likely to be present in other body fluids, secretions and exretions. However, 


epidemiological evidence has implicated only blood, semen, vaginal secretions, and possibly breast milk 
in transmission. ) | 


Every attempt should be made to use universal precautions in the care of all patients, especially those 


in emergency-care facilities, where the risk of direct contact with blood is increased and where a patient's 
HIV status is usually unknown. 


All health workers should, when possible, routinely use barrier precautions to prevent skin and 
mucous-membrane exposure when contact with blood or other body fluids of any patient may occur. 
Gloves should be wom for touching the blood and body fluids, mucous membranes, or non-intact skin of 
all patients, for handling articles or surfaces soiled with blood or body fluids, and for performing 
venipuncture and other vascular access procedures. Gloves should be changed or washed after contact 
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with each patient. Masks and protective eyewear or face shields should be worn to prevent exposure of 
the mucous membranes of the mouth, nose, and eyes during procedures that are likely to release drops of 
blood or other body fluids. Gowns or aprons should be wom during procedures in which splashes of blood 
or other body fluids are likely. . 


Hands and other skin surfaces should be washed immediately and thoroughly if contaminated with 
blood or other body fluids. Hands should be washed after gloves are removed. 


% 

All health-care workers should take precautions to prevent injuries caused by needles, scapels and 
other sharp instruments or devices used during medical procedures, when cleaning used instruments, and 
dunng disposal of used needles. To prevent "needlestick” injuries, needles should not be manipulated by 
hand’. Proper disposal, must be assured for protection of health workers and the general public. 
Sterilization of re-usable syringes must be done between each injection. 


Although saliva has not been implicated in HIV transmission, to minimize the need for emergency 
mouth-to-mouth resuscitation, mouthpieces, resuscitation bags, or other ventilation devices should be 
available for use in areas in which there is likely to be a need for resuscitation. 


Health-care workers who have open lesions or weeping dermatitis should refrain from all direct care 
and from handling patient-care equipment until the condition resolves. 


In many places, but particularly in developing countries, supplies of all kinds are hard to come. by 
at best. Conforming to the recommendations is quite difficult when disposable instruments and materials, 
and equipment or fuel for sterilization, are often unavailable or in short supply. Counsellors and all health 
workers should take the recommended precautions whenever possible and used altemative procedures only 
when the necessary supplies are not available. Discussions among health workers on what alternative 
precautions may be used - given the materials that are available - will be useful. Such precautions will | 
vary from place to place and will depend on what supplies are available. 
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Client 


Counselling 


Pre-test C ounselling 


Post-test Counselling 


Testing 


Client-initiated 
testing 


Health Care Provider- 
initiated Testing 


Testing Initiated or 
Required by a Third 
Party for Other than 
Health Purposes 


Glossary’ 


The person seeking or receiving HIV counselling and/or testing. In 
the case of a child or other person unable to consent to testing on 
his/her own behalf, the client is the parent or other adult with the 
ethical and legal competence to do so. 


A confidential dialogue between a client and a care provider ainied 
at enabling the client to cope with stress and take personal decisions 
related to HIV/AIDS. The counselling process includes an evaluation 
of personal risk of HIV transmission and facilitation of preventive 
behaviour. 


» 


Dialogue between a client and a care provider aimed at discussing the 
HIV test and the possible implications of knowing one's HIV 
scrostatus, which leads to an informed decision to take or not take the 
test. 


Dialogue between a client and a care provider aimed at discussing the 
HIV test result and providing appropriate information, support and 


’ referral, and at encouraging risk-reduction behaviours. 


; (1) Laboratory testing, i.e., application of an assay (e.g. ELISA) for 


laboratory markers of HIV infection such as HIV antigen or 
antibodies. The assay may be used in order to screen blood for ’ 

transfusion, or organs or tissue for transplantation (see 

screening), or in order to test an individual (see testing (2)). 


(2) More broadly, the testing of individuals with the intention to 
determine their HIV infection status. All testing in this sense 
can be categorized according to three sets of criteria: 


(a) client-initiated, health care provider-initiated, or required 
by a third party for other than health purposes; 

(b) with or without informed consent; and 

(c) anonymous, confidential, or non-confidential. These terms 
are defined below. : 


HIV testing requested by a client on his/her own initiative. 


HIV testing initiated by the client's health care worker. 


HIV testing for other purposes, such as immigration, employment or 
insurance. 


Testing without 
Informed Consent 


Mandatory Testing 


Anonymous Testing 


Linked Anonymous 
Testing 


Unlinked Anonymous 
Testing 


Confidential Testing 


Non-confidntial 
Testing 


Voluntary Testing 


Screening 
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HIV testing in which informed consent, as defined above, has not 
been requested and given. 


HIV testing without informed consent which the individual is 
compelled to undergo. The term refers both to situations in which 
the individual clearly has no alternative - as when prisoners are 
tested involuntarily - and to situations in which refusal of testing is 
not realistic or would cause the individual undue hardship, as when 
HIV testing is required prior to employment or marriage. 


+> 2% 


HIV testing in which the blood sample and test result are identified 
only by code, not by name, with no personal identifiers to link the 
sample to the donor source. ee ee 


HIV testing in which the code is known only to the client. 


HIV testing (e.g., for surveillance purposes) after prior removal of all 
personal identifiers, so that retrospective.identification is impossible 


HIV testing in which only the client and the health professionals 
involved in the client's direct care know that the test was performed | 
and have access to the test results. This information is not furnished | 
under any circumstances to other health care providers, health. 
authorities, employers, insurers, schools or other third parties without 
the patient's explicit consent. 


HIV testing conducted neither anonymously nor confidentially. 


Anonymous or confidential testing initiated by either the client or 
his/her health care provider and performed with the client's informed 
consent. 


The systematic laboratory testing of donated blood, blood products, 
tissue (including sperm) and organs for the purpose of preventing 
HIV transmission to the recipients. Other specimens, such as saliva, 
may also be used. 


*"Routine testing” is sometimes used to mean the HIV testing of individuals without their knowledge or unless they specifically refuse such 
testing. Examples are routine testing policies applied by hospitals to patients, and sometimes applicd to people attending antenatal or STD 
cliinics. This term should not be used because it does not specify whether informed consent is requested and granted. 
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SUMMARY 


Many incorrect ideas exist about HIV antibody testing, often wrongly referred to as "the AIDS 
test’. The counsellor must therefore ensure that the client understands what a positive or negative 
result means. Pre-test counselling must enable people to decide for themselves whether or not to 
be tested, and must be based on an assessment of the client's risk of exposure to HIV, understanding 
of HIV/AIDS, and previous experience in dealing with crisis. The counsellor must stress that no test 
can tell whether someone has, or will develop, AIDS. After a negative test result, it must be pointed 
out that a "window period" of at least three months must elapse before this can be taken to mean 
that infection is not present. After a positive result, the client mast first be given time to absorb the 
news, deal with his/her emotional reactions, and then given a factual explanation of what it means, 
after which support needs to be provided. The counsellor must always stress the individual's 
responsibility to change his/her behaviour so as to avoid transmission, in view of the life-long 
nature of the infection. The use of condoms should be recommended but it may not be acceptable 
in some cultures. After an equivocal test result with the ELISA test, it is usual to retest, again with 


_ ELISA, after which another test using ELISA of a different antigen type is necessary. Where the 


result remains indeterminate, the counsellor should advise the person to present for repeat testing 
after three months. There are some difficult issues that need to be resolved after taking into 


_ consideration the government policies, medical ethics and legal practices of the country. These 


concern compulsory testing, informed consent, confidentiality and official policies on further 
testing. ft ee ay | 
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MODULE 7 


PROBLEM-SOLVING COUNSELLING 


% 


Objective: To enable the trainees to build skills in helping individuals and families solve 
problems and assess level of risk. 


Time to complete the Module: 2 hours. 


SUMMARY OF ACTIVITIES 


(1) Presentation: Process of problem solving. 


(2) Role plays. 
(3) Storyboard: Living with HIV. 
(4) Review Questions. 


Activity 1: PRESENTATION: PROCESS OF PROBLEM-SOLVING (20 minutes) 


The aim of this activity is to focus the attention of the trainees on the major essential steps in 
problem-solving. The steps to emphasize are: 


identifying the client's problem; 
clarifying what options are available; 
helping the client choose the best option; 
taking action. 


@ee#s 


The trainer tells the real story of a particular HIV-positive client whom he/she knows well. Change 
the name of the person so that he/she cannot be recognized from the story. At each point in this person's 
life, where he/she is confronted with a problem related to HIV (such as whether to tell his/her partner that 
he/she is HIV-positive; whether to disclose HIV status to his/her employer; whether to change 
work/name/place of residence; facing isolation in the community), pause and ask the trainees to write on 
a piece of paper what thcy think is the client’s real problem at this time. Try to generate thinking on some 
possible options for this person at cach point. Ask participants to think of the positive impact a counsellor 
might have at that point in the person's life. 


By the end of the story, the trainecs should have a clear understanding and appreciation of the link 
between how a client sces a problem and the eventual course of action he/she chooses. 
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Activity 2: ROLE PLAYS (1 hour) 


This activity gives uainces the opportunity to practice the skills of problem-solving. During the | 
activity, it is important that the trainer does not allow the counsellor to advise the client until the problem 
has been properly identified. Trainee-counsellors (00 often want to immediately of fer advice, rather than 
moving through the stages of: problem identification, clarifying options, deciding on the most suitable 
option and then the action that needs to be taken. 


The trainees form into 3 small groups. Only the person playing the role of the client is given the 
details of his/her role. The job of the person playing counsellor is to help the client identify what is the 
client's problem and help solve it. During the role plays, change the “counsellor” every 5 minutes, with 
each “counsellor” picking up and carrying on from where the previous “counsellor” stopped. Ask the 
observing group members to give their inputs or suggestions once the role play is over. Encourage as 
many members as possible to become the “counsellor” and to use the skills learnt in earlier 
sessions/modules, 


If a group achieves the objective of the exercise quickly, give them another case to role play. Some 
cases have been listed here. The trainer can also develop other scenarios based on local examples that are 
known to him/her. Allow 45 minutes for the role plays. | | 


At the end of the role plays, ask the trainees what they leamt and what they found difficult. 


Activity 3: STORYBOARD: LIVING WITH HIV (25 minutes) 


This activity is included to familiarize trainees with the ongoing/flowing nature of problem-solving 
counselling. For this activity, make copies of the attached drawing and cut each of the 4 
illustrations/cartoons into separate Squares, with one picture in each square. Divide the trainees into small 
groups. Give a set of the pictures to each small group and inform them that in each picture, someone is 
HIV positive. The group should agree which person is HIV positive and how the story develops. Ask them 
to then arrange the pictures in the Sequence which shows what really happened, acccording to them. . 


Next, ask the groups to assess the level of risk seen in each picture and make a list of 3 problems that 


the HIV person might be experiencing at that stage. They also suggest who else can help the HIV positive 
person solve his/her problems. 


This exercise now introduces the fact that whole families soon become involved with HIV and that 
a counsellor needs to be able to deal with families as well as individuals. The full group re-assembles and 


Activity 4: REVIEW QUESTIONS (15 minutes) 


Trainees fill the worksheet at the Close of the session. They form pairs and compare their replies with 
each other. The trainer observes and clarifies responses for those who seem confused or unsure. 
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WORKSHEET: REVIEW QUESTIONS 


List in the correct order the important steps a counsellor needs to use for problem solving. 


% 


Which step do you personally find most diff cult for helping a client and how can you improve 
your skill for overcoming it? 


What would have been the last thing you would have said to the client at the end of the role 
play counselling session in Activity 2? . 


List 3 probable feelings a client may experience as a problem-solving session ends. 
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For Activity 2 . 


ROLE PLAY 1 


A 24-year old man addicted to heroin is currently unemployed. He not only steals articles from his 
house but also occasionally sells blood to pay for drugs. His mother knows about his injecting habit. She 
has always protected him and has managed to keep it a secret from his father (her husband). 


One of the blood banks told him he must not donate blood anymore because he is HIV positive. He 
also begins to develop frequent illness. | 


His mother comes to know of the test result. She is nervous afd wonders whether she should inform 
the father or not. She seeks assistance. 


ROLE PLAY 2 


A 23-year old housewife has two children and is pregnant with another child. Her husband currently 
works with the railways and stays at home, but previously he used to work as a migrant worker in a 
neighbouring district, sometimes being away for more than one year at a time. She has heard about AIDS 
and wonders whether she or her children are at risk. She goes to a counsellor for help. 


ROLE PLAY 3 


A 20-year old girl was notified that she was HIV iti i 
Al positive after having worked for 2 years in a 
sa on was sacked at the same time and also not given any of the money that was owed to ts by the 

am of the brothel. She has no money in her pockets. Her brother is a truck driver and could find her 


work as a prostitute if she so desires. She walks into a clinic to talk with a counsellor 
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PROBLEM-SOLVING AND CRISIS COUNSELLING 


1. PROBLEM-SOLVING COUNSELLING 


Clients need a clear definition of their problems, whether they are at risk of, or have been found to 
have, HIV infection, or fear that they may have become infected. Leaming the facts about transmission 
and the nature of HIV infection will often be a starting-point for examining the problem and how to deal 
with it. 


The person concerned must have factual information on which to base decisions. The counsellor, 
too, needs certain information about the client, e.g., the number of sexual partners, the use of needles, 
blood transfusion history. 


Problem-solving counselling relies very heavily at first on emotional support and empathy. While 
the "problem" of personal HIV infection cannot be solved, it and its present consequences can be clearly 
defined, so that alternative courses of action can be worked out, and plans made for living the rest of life 
to the full. Despite the ominous outlook for those with HIV, clients can be helped through the crisis to the 
point of being able to solve problems once more and handle day-to-day difficulties related to being HIV- 
infected, maintaining health, and dealing with the reactions of others. 


The problem-solving approach is used to help clients: 

(1) understand the nature of the illness; 

(2) think through the impact of the disease on daily living; 

(3) acquire or strengthen personal skills for dealing with the crisis; and 
(4) change behaviour to protect themselves and others. 


Crisis counselling and problem-solving counselling often take place at the same time. A client feels 
able to manage the crisis depending on the degree to which the problem becomes comprehensible. Crisis 
counselling focuses directly on the present; problem-solving counselling is concerned with learning about 
the client and planning together the prevention of infection, or the management of illness, methods of 
coping with anxiety and fear, and medical care. 


In problem-solving counselling, the counsellor : 


demonstrates concern and support by taking the client's definition of the problem seriously; 
explores all aspects of the problem; 
brings out into the open and discusses the client's feclings and fears, 
discusses the action the client has already taken; 
"discusses the personal and other resources available or needed; 
by realistic reassurance, shows how normal and predictable the clicnt's reactions are; 
explains accurately the protcctive action the client will need to take; and 
helps the client establish a plan of action. 
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Some basic principles of crisis counselling are: 


Stay in the “here and now’, ie. focus on the client's expression of ee and anxieties. It is 
the time to talk not about past history or behaviour, but about present feelings. — 

Clarify what the client regards as the crisis. 

Determine the client's feelings about the event or information. 

Check - by means of questions and observations — for feelings of helplessness, hopelessness, 
and loss of control. 

Observe whether the client shows signs of strength and of the ability to make decisions even in 
a crisis, or gives an impression of paralysis and lack of resolution. - 

Give a brief assessment of the position and show that the seriousness of the crisis feelings i is 
appreciated. 

Ascertain what the client regards as the most, as well as the least thcamentng. aspect of the crisis. 

Select one aspect on which to begin work, preferably involving a task that the client can 
accomplish with some support. 


Agree on what is to be done to resolve or ease the crisis. 


_ The counsellor may need to give some information eae: perhaps because the client is using 
denial as a defence mechanism or is too distressed to understand what is being said. 
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SUMMARY 


Problem-solving counselling enables the client to handle the day-to-day difficulties associated with 
being HIV-infected. The important elements of problem-solving counselling are: identifying 


problems, the clarification of options, selection of most suitable options, and the initiation of 
action. Crisis counselling is often required because of the serious implications of the infection. A 
crisis can be regarded as being made up of four elements: the blow, the recoil, withdrawal ana 
acceptance. In a crisis, the counsellor’s aim is to define the problem quickly and restore a sense 
of control. 
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It would be unrealistic to expect that this Guide would help 
trainers produce fully fledged counsellors at the end of the 
- training period. - | 


Trainees would need to further acquire and refine their 
counselling skills under supervision and nupport. 
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Introduction 

(EN Se hee, EE as 
F.IV, the virus that causes AIDS, was identified in 1983. 
Only | year later, in 1984, a reliable test for antibody to 
HIV was. developed and became widely available in 
many parts of the world by 1985. The development of 
this test has enabled researchers to increase their under- 
stand of HIV infection and AIDS, allowed health care 
workers to diagnose HIV infection in patients, and has 
given individuals the choice of knowing whether they 
are infected with HIV. 


In the past 10 years, much scientific, experienual and 
anecdotal information on the voluntary use of 
laboratory-based serological testing for HIV has been 
collected, helping us to understand the reasons why 
people seek an HIV test, and also the possible obstacles of 
doing so. In most industrialized countries HIV testing 
has been widely available and a high proportion of the 
population has undergone testing [1-3]. The main rea- 
sons for voluntary HIV testing are blood donation, test- 
ing during pregnancy, to find out one’s HIV status, and 
routine screening at sexually transmitted disease clinics. 
Other reasons include hospitalization, insurance, military 
enrolment, or immigration. However, there is evidence 
that even where HIV testing is made widely available 
individuals may refuse to be tested even if they have 
engaged in some risky behaviour [4], and that people 
who seek HIV testing may not return to collect their 
results (5,6). Possible obstacles to seeking a test or com- 
ing back to collect test results include the misperception 
of the risk of HIV infection, privacy concerns (confiden- 
hality, anonymity), perceived inability to cope with the 
test result and fear of stigmatization and rejection if 
found positive [7]. 


The main reasons for which widespread use of voluntary 
HIV testing has been advocated are individual benefits 
(knowledge of one's serostatus, in particular after poten- 
tal exposure to HIV, early access to clinical care, plan- 


ning for the future and a more informed choice con- 
cerning personal preventive Strategies), decreased 
pressure on blood transfusion services, including self- 
deferral of persons at risk of HIV infection, and preven- 
tion of the further spread of HIV. Although nobody 
would deny the potential benefits of HIV testing for the 
individual, its public health impact remains a highly con- 
tentious issue: Overall, the evidence for the impact of 
HIV testing in bringing about behaviour change is 
mixed [8]. It has been shown that voluntary counselling 
and testing (VCT) can enhance safer sexual behaviour in 


, discordant couples if both partners are tested and coun- 


selled [9,10]. On a public health scale, however, little 
change-in behaviour has been documented in hetero- 
sexuals if they are tested alone (i.e., without their part- 
ners) [11-14]. In addition, some studies have docu- 
mented an increase in risky behaviours after testing in 


HIV-negative persons [15]. The major problem is that 


there are very few reliable data from epidemiologically 


sound studies, and that there may be many confounding | 


variables, such as the quality of the counselling provided 
with the testing, the initial risk perception of the indi- 
vidual, the attitude of family members or the social envi 
ronment. 


Thus, after 10 years of experience with HIV testing 
mainly in industrialized countries, and to an increasing 
extent in urban areas of developing countries, we are 
unable to draw definite conclusions about ‘the role of 
HIV testing in controlling the further spread of HIV. The 
main argument for making HIV tests widely available 
and accessible remains that every person should have 
access to information about her own health status in 
order to make informed personal choices about HIV 
prevention and care. In line with this argument, HIV 
home testing has been advocated as an important means 
of providing better access to testing to a greater number 
of people. 


| : 
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The purpose of this article is to review the technical per- 
formance of home tests that are currently or will soon be 
available for use, to examine policies with regard to the 
licensing of these new tests in industrialized countries, 
and to discuss potential benefits and pitfalls of this new 
technology with particular reference to its use in devel- 


oping countries. 


Technical state of the art on HIV home 
collection and home self-tests 


The term ‘HIV home testing’ creates confusion because 


it is used to refer to two different types of test. ‘HIV 
home testing’ is immediately associated with ‘do-it- 
yourself tests’, but in fact it usually refers to collection of 
specimens at home [16]. In this review, we will use the 
term ‘home collection’ to refer to a system whereby the 
individual collects her/his sample at home by means of a 
home collection kit. The specimen with an identifica- 
tion number is then mailed to a testing facility, and 
approximately 7 days later the individual can call for the 
result. According to the test result, appropriate counsel- 
ling is given either by voice mail (negative result) or 
person-to-person (positive result). This system is also 
known as ‘home access testing’ [17]. We will use the 
term ‘home self-test’ for a testing system that can be car- 
ried out entirely at home, without involvement of a third 
party [18]. For obvious reasons, counselling is not an 
integral part of this system. Although the self-test 
instructions may urge the user to contact health care 
facilities in case of a positive result, it is left to his/her 
initiative to do so. Where we refer to both systems simul- 
taneously we will use the term ‘home testing’. 


Specimen collection 
The imminent evolution, or perhaps we should say revo- 
lution, in the field of HIV testing is the result of the 


HIV antibodies. Traditionally, HIV tests have been based 
on the detection of HIV antibodies in serum/plasma 
derived from whole blood collected by venipuncture, 
and hence require trained health care workers for collec- 
tion and laboratory facilities for testing. 


specimens, and the infectivity of both body fluids seems 
to be very low (21-23). 


Whole saliva can be collected by dribbling into a recep- 
tacle or with the aid of a commercially available oral fluid 
device (Table 1). These devices usually consist of cotton- 
wool pads on a stick or sponge foam roll that has to be 
placed under the tongue, rubbed between gums and the 
cheek or gently chewed upon [24,25]. Mortimer and 
Parry [25], reported that approximately 5% of the saliva 
specimens received in their laboratory were inadequate 
in volume or composition. In order to guarantee an 
adequate specimen, clear instructions about the position- 
ing of the device in the mouth, contact time, and prompt 


"testing or mailing of the used device to the testing facili- 


ties must be provided. It is crucial that the sample is 
tested immediately, kept cool or is immersed in an 
appropriate buffer medium to prevent the decay of HIV 
antibody by enzymes present in the sample during trans- 
port [26]. However, some of the buffer mediums are not 
compatible with all HIV tests and information about this 
should be included in the insert (Dr J. Russi, personal 
communication, 1995). 


As for oral fluid, urine specimens can also be kept for a 


‘short period at +4°C or should be stored for longer 


periods at —20°C or colder [25,27,28]. However, it may 
be preferable to use fresh urine samples for testing, 
because repeated freezing and thawing might affect the 
test result [29,30]. 


Another sampling method which has proved its useful- 
ness for several diagnostic analyses is the collection of 
dried blood spots (DBS) on filter paper [31]. In general, 
capillary blood is obtained by finger prick (adults) or a 
heel prick (neonates) using a spring-loaded lance 
[32,33]. Quantities sufficient to saturate at least two spots 
(diameter 6—10 mm) on absorbent filter paper should be 


obtained, air dried, and stored in a sealable plastic bag . 


with a desiccant for mailing [34]. DBS are easily trans- 
ported by mail and can be economically stored for sey- 
eral months without loss of antibody reactivity [34,35]. 


As a finger prick is slightly painful, people tend to favour 
providing a saliva specimen [33,36]. In one study, only 
69% of injecting drug users (I[DU) agreed to provide fin- 
ger prick specimens compared with 83.3% who agreed 
to provide oral fluid specimens [37]. A European multi- 
centre study reported that 42 female sex workers who 
had refused to give blood agreed to provide oral fluid for 
testing [38]. The option to supply an oral fluid specimen 
substantially improves the coverage rate, but urine speci- 
mens and DBS collected for other Purposes could also 
be used for unlinked HIV testing [32,37,39}. 


The above sampling methods can be applied in virtually 
all circumstances. They seem to guarantee a higher com- 
pliance and make HIV testing acceptable to population 
groups that have objections, on religious or other 
grounds, to blood being drawn (35,36,40,41]. 
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Table 1. Performance of HIV assays using saliva specimens compared with the standard using serum or plasma specimens. 


Collection HIV-positives Sensitivity Specificity 
Assay (manufacturer) device Total [n(%)} (%) (%) Country Reference 
ELISA 
HIV-1 2nd generation EIA 
(Abbott, North Chicago, Orasure 503 135 (26.8) 98.5 100 Mexico (47] 
Ilin@is, USA) 
Recombinant HIV-1/2 
EIA (Abbott) Whole saliva 627 184 (29.4) 82.1 100 UK (27) 
. Salivette 100 50 (50) 88 100 {SO} 
»Recombinant ha 3rd 
eneration ( tt) Orasure 285 38 (13.3) 92.7 i 
1 tect HIV-1 EIA = ae ha 
(Cambridge Biotech, Whole saliva 177 103 (58.2) 98.1 100 [37] 
Galway, Eire) 
. OmniSal 475 74 (15.6) 90.5 99.5 Thailand {26} 
Vironostika HIV mixt 
(Organon Teknica, Whole saliva 194 79 (40.7) 100 100 The {51] 
Boxtel, The Netherlands 
Netherlands) 
Salivette 62 22 (35.5) 32 100 (51] 
Gacelisa HIV1+2 ; 
(Murex, Dartford, Salivette 100 50 (50) 98 100 ~ Australia {SO} 
England, UK) 
OmniSal 474 74 (15.6) 94.6 99.5 Vancouver {26} 
(Thailand) 
Whole saliva 129 24 (18.6) 92.0 100 Benin (52 
Whole saliva 570 237 (40.3) 98.7 98.5 Rwanda NP 
OmniSal 570 237 (40.3) 98.7 97.9 Rwanda NPS 
Whole saliva 611 356 (57.5) 98.9 99.6 Burundi NP$ 
OmniSal 611 356 (57.5) 97.8 97.2 Burundi NP$ 
Orasure 448 140 (31.2) 99.3 100 Uruguay NP* 
OmniSal 448 140 (31.2) 100: -.— 100 Uruguay _. NP’ 
Simple rapid assays 
Serodia HIV te tah é . , 
(Fujirebio, Tokyo, Japan) Whole saliva 600 179 (29.8) 97.8 84.1 UK [27] 
Whole saliva . 129 24 (18.6) 66 100 Benin [52] 
Testpack HIV-1/HIV-2* . ; RE: : 
(Abbott) Orasure... *, . 288 44 (14.3) 100 100 Tanzania {48} 
OmniSal == 448 ~ 140 (31.2) a7 OD: Uruguay NP* 
Orasure: 448 140 (31.2) 96:4... ~~ 400 Uruguay NP‘ 
SalivaCard* ie %; 
(Trinity Biotech, Dublin, Orapette 615 115-(18.7)* = - . 100 99.8 USA/Peru/ NP* 
Eire) . . | 
ies. | ‘- = Céte d’lvoire 
Salivette 142 92 (64.8) 97.8 96.0 UK NP 
SUDS HIV-1* é : 
(Murex) Orasure 266 35 (13.2) 97.2 100 Tanzania 48 


Collection devices: Orasure (Epitope, Beaverton, Oregon, USA); OmniSal (SDS, Vancouver, Washington, USA); Orapette (Trinity Biotech); 
Salivette (Sarstedt, Leicester, England, UK).*Could potentially be used as home self-test. tincludes five HIV-2-positive specimens. *External 
report provided by manufacturer. $Dr P. Kabutira, personal communication, 1996; "Dr J. Russi, personal communication, 1996. ELISA, Enzyme- 
linked immunosorbent assay; EIA, enzyme immunoassay; NP, not published. i 


Assays | 

Until recently, the performance of HIV tests, even those 
using body fluids other than serum or plasma, were still 
confined to a laboratory setting. Today, the combination 


of easy and safe, non-invasive sample collection (saliva, - 


urine or capillary blood) together with a simple, rapid, 
non-instrumental HIV test have made home collection 
and home self-tests for HIV a practical reality. However, 
there is concern about the intrinsic sensitivities and 
specificities of these assays when using non-conventional 
specimens. Another cause for concern is the reliability of 
these tests when performed and interpreted by lay per- 
sons. 


The main technical problem is that the immunoglobulin 
(Ig) A and IgG antibody levels in saliva and urine are 
considerably lower than those in serum or plasma 


[25,29,42]. It has been shown that a minimum IgG con- 
centration of 0.1 mg/l in oral fluid is necessary for reli- 
able detection of HIV antbodies [43]. To compensate 
for this fact, test procedures of commercial test kits 
intended for serum and plasma were modified, usually by 
increasing the added sample volume or by concentrating 
the sample [24,25,44]. Another approach was the devel- 
opment of IgG capture assays, which first bind the total 
IgG fraction and subsequently detect the HIV-specific 
antibodies [45,46]. 


Several studies have been conducted to compare the 
results obtained using saliva with those using serum, and 
many different collection devices have been evaluated 
[26,27,33,40,47—58]. The majority of the studies based 
on oral fluid reported sensitivities and specificities in the 
range of 95~100% and 98-100%, respectively (Table 1). 
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| Perf of HIV assays using urine and dried blood spot specimens (DBS) compared with the standard using serum or plasma 
Table 2. Performance 


specimens. ' nee 
Total HIV-positives (%) Sensitivity (%) — Specificity (%) Country Reference 


CE SS ee eee ee 
Assay (manufacturer) 

‘ 
ie... eae 


Urine 


airy neigh i naa 286 34 (11.9) 77.3 100 Tanzania [48] 
HIV urine EIA USA NP* 
eh Biomedical, Berkely, California, USA) 916 916 (100) 98.7 
CACELISA HIV-1/2 25.2 98.8 99.2 Malawi (21] 
333 84 (25.2) alawi 
thfusen) 75 32 (42.7) 96.9 100 Cote d'Ivoire [56] 
r10 55 (50) 98.2 100 Thailand 157] 
90 42 (46.7) 88.1 97.9 Tanzania (38) 
GACPAT 86 (25.6) 96.5 98.8 Malawi (21) 
(Murex) ane 32 (42.7) 100 88.4 Cote d'Ivoire [56] 
90 42 (46.7) 100 97.9 Tanzania {58} 
t 
egg it 284 43 (15.1) 97.7 100 Tanzania (48) 
t 
ante 241 23 (9.5) 69.7 99.0 Tanzania (48) 
DBS or whole blood Ay 
Vironostika HIV EIA 1020 ~ 99.7 USA | (70) 
(Vironostika, Boxtel, The Netherlands) 
Abbott HIV EIA 1020 : 100 USA {70} 
si Wee 110 55 (50) 100 98.2 Thailand (57) 
40 34 (85) 100 100 italy [69] 
T HIV-1+2 | | 
gprpoedh : 40 34 (85) 100 100 Italy (69) 
dia HIV 
ag ee 40 34 (85) 100 83.3 Italy (69) 
simpliRed® . 


(Agen, Acacia Ridge, Australia) 1800 251 (13.9) 79.6 * 99.6 Thailand 168] 

“External report provided by company. *Could potentially be used as home self-test. EIA, enzyme immunoassay; NP, not published; WHO, 
World Health Organization. "4 
A few studies using traditional HIV tests show signifi- 
cantly lower indices (27,50,52], whereas the results 
obtained with the IgG antibody capture enzyme-linked 
immunosorbent assay (GACELISA; Murex) and IgG 
antibody capture particle adherence test (GACPAT: 
Murex), which first concentrate the IgG fraction from 
the sample, are generally excellent (26,33,50,52]. No sig- 
nificant difference has been shown between direct drib- 
bling and the Orasure (Epitope) or Omni-Sal (SDS) 
device (Dr P Kabutura and DrJ. Russi, personal commu- 
nications, 1996), although one study has reported poor 
results when using the Salivette device’ (Sarstedt) (51). 
Dental problems do not seem to have adverse effects on 
the test results [59]. 


Sal test (Americare Biologicals, Miami, Florida, USA), 
OraScreen HIV rapid test (Beacon, Foster City, Califor- 
nia, USA) and K-Stat HIV test (Kenlor Industries, Santa 
Ana, California, USA), claim high reliability, although 
virtually no external data are available. It is clear that 
these statements should be validated by independent 
studies. 


The sensitivity and specificity of various methods using 
urine specimens had ranges of 77—100% and 69.7-100%, 
respectively (Table 2) [21,48,56-58,61]. Similar to the 
oral fluid data, the performance of the IgG capture assays 
was often better than the conventional tests, although 
One study showed poor results with the GACELISA 
[58], and another with the GACPAT test {56}. Two stud- 
les reported false-positive results in urine samples from 
IDU [61] and from patients with urogenital diseases 
(11.8%), diabetes mellitus (20%) and autoimmune dis- 
eases (7.3%), and in pregnant women [62]. 


Few data are available for assays which can be potentially 
used as home self-test, such as Testpack HIV-1/2 
(Abbott, Delkenheim, Germany), HIV SalivaCard (Trin- 
ity Biotech) and SUDS HIV-1 (Murex) (Table 1). The 
HIVSpot HIV-1+2 (Genelabs, Singapore) gave negative 


reactions on all saliva specimens collected from 100 
] 


easily misinterpret test results [60]. Kit inserts from 
strongly promoted home self-tests, such as the HIV Ana- 


The sensitivity data for DBS were comparable with 
those for oral fluid, and ranged from 98.8 to 100% 
(57,63—72]. Observed false POSitivity rates with ELISA 


‘using DBS was as high as 45% compared with serum, 


whereas 9% showed indeterminate Western blot results 
(66). These data may Provide an indication of what can 


Populations. In addition, a low sensitivity of the DBS 
technology has been reported for HIV-2 infection [67]. 
The above data were obtained with eluates of DBS and 
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conventional HIV test kits, except for the SimpliRed 
assay (Agen), which is a red blood cell agglutination test 
(68]. At present, there are new tests based on immuno- 
chromatographic flow technology which can be per- 
formed on just one drop of blood. Preliminary studies 


xem to yield promising results (Dr S. Mboup, Dr A. 
Parson and Dr D. Barnes, personal communication, 


1996). 


As for all HIV testing, laboratory performance assess- 
ments are crucial for the validity of the results and initial 
reactive tests need to be confirmed (30]. This can be 
done by obtaining a serum sample for conventional con- 
tirmation from those individuals found to be reactive. 
Howvever, it would be more convenient if the non-serum 
secimen could be used to confirm the initial result. 

Unfortunately, confirmation of positive screening results 
using non-serum/plasma specimens cannot always be 
successfully achieved (25,28,55,73,74]. In comparison 
with serum samples, Western blot tests fail to detect anti- 
bodies to all or certain viral proteins resulting in false- 
negative or indeterminate results [28]. In addition, reac- 
uvity towards all viral protein bands on Western blot are 
generally weaker when using oral fluid, urine or DBS 
specimens (37,40,44,51,55,70]. Hence, Western blot cri- 
teria may need revision for non-serum/plasma samples 
[37]. Alternatively, confirmation could be obtained by 
testing with a second assay that is also suitable for these 
specimens. Obviously, this strategy should be thoroughly 


validated against the conventional standard before imple- 


mentation. 


At present, the slightly lower sensitivity and difficulty in 
confirming a positive result remain the major drawbacks 
_of the non-serum/plasma specimens. The level of sensi- 

tivity currently observed with non-serum/plasma speci- 

mens would be of concern when used for diagnostic 


purposes, but is acceptable for surveillance programmes. 


For example, neonatal DBS have been successfully used 
for nationwide surveys in several countries to estimate 
the seroprevalence, among child-bearing women 
[63-67,73,75]. Several studies have demonstrated that 
oral fluid can be used successfully for unlinked anony- 
mous HIV antibody testing, especially for otherwise dif- 
ficult to reach population groups such as sex workers and 
IDU [26,27,33,36]. In addition, urine specimens col- 
lected for other purposes can be used for unlinked test- 
ing [39]. 


Current regulatory policies with regard to 


home testing 


Many countries have agencies or legislation that regulate 
the licensing of drugs, medical devices and biological 
products such as HIV-related diagnostic tests. Countries 
_ that do not have such agencies rely on decisions made by 
regulatory bodies in other countries before giving per- 


mission for the marketing of certain test kits. To. be on 
the safe side, some governments only allow the sale of 
diagnostic products, including HIV test kits, which have 
been approved in the country of production. 


The aim of these regulations is to ensure safety in terms 
of production and clinical use of the kits, and efficacy in 
terms of sensitivity, specificity and reproducibility in the 
intended use setting. 


Depending on the intended use — blood donor screen- 
ing, surveillance or diagnosis — the regulations are more 
or less strict. For example, in the United States there is a 
lot-by-lot release of HIV tests kits that are approved for 
blood donor screening; in France there is a clear distinc- 
tion between first-line (screening) and second-line 
(supplemental) test kits. Until recently, only HIV test kits 
using conventional serum or plasma for the detection of 
HIV antibodies were approved; other’kits were restricted 
to research purposes. In addition, all aspects of HIV test- 
ing, including specimen collection, were performed 
under the supervision of trained health care workers. 

On 14 May 1996, the US Food and Drug Administra- 
tion (FDA) approved the first HIV testing system not 
entirely linked to the medical setting [76]. At least two 
other companies have also applied for a FDA licence of 


their HIV home collection testing systems. is 


The licensed Confide HIV Testing Service (Direct 
Access Diagnostics, Bridgewater, New Jersey, USA) is 
comprised of three integrated components: an over-the- 
counter home blood-collection kit, HIV-1 antibody 
testing at a certified laboratory, and a test result centre 


that provides test results, counselling and referral anony- 


mously. 


The home collection kit, which can be bought at a phar- 
macy or ordered by mail, contains a pre-test counselling 
booklet, a step-by-step instruction guide, the collection 
material and a protective envelope. The user takes a fin- 
ger prick blood sample and places it onto the designated 
areas of the test card. The test card is pre-coded with a 
unique personal identification number (PIN code) 
assigned to each kit. The specimen is then mailed to a 
testing facility, and approximately 7 days later the indi- 
vidual can call for the result. According to the test result, 
appropriate counselling is given either by voice mail 
(negative result) or person-to-person (positive or incon- 
clusive result). All components of the HIV home testing 
service are subjected to several regulations, which are 
closely monitored by the FDA. Both the testing and 
counselling facilities need annual accreditation and HIV 
testing procedures have to comply with FDA regulations. 


The United States is also the only country where an oral 
fluid test syste has been approved for initial diagnosis of 
HIV infection [77,78], although oral fluid tests have been 
used by other countries for surveillance purposes... 

Most European countries have reservations about saliva 
tests for diagnostic purposes, because their performance 
is still inferior to that of the conventional specimens and 
their sensitivity for seroconversion specimens is as yet 
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unknown. Agencies have regarded test sensitivity as the 
most important issue when granting approval for HIV 


tests. 


Several governments (Australia, Austria, France, Ger- 
many, Japan, The Netherlands, Switzerland, United 
Kingdom) have stated that diagnostic tests for determi- 
nation of the individual HIV serostatus should not be 
used by the public without pre- and post-test counsel- 
ling — in other words, testing should be undertaken 


with medical support [79,80]. 


[t is currently prohibited by legislation in some countries 
(United Kingdom, Austria) to sell or supply HIV test kits 
or any component part of such a kit to a member of the 
public. However, times are changing and as the United 
States has now approved over-the-counter home 
specimen-collection kits other countries might follow in 
the future. No country envisages the approval of over- 
the-counter home self-test kits for HIV as yet. 


Nevertheless, since the technology exists, manufacturers 
of these products will seek markets in other parts of the 
world where regulations are less strict. At least one com- 
pany is offering a home self-test in the United States, 
which can be ordered with a credit card or a cheque 
payable to a PO box offshore. Manufacturers of certain 
HIV home self-tests include misleading statements in 
their promotional material claiming that their products 
are approved by the World Health Organization (WHO) 
or FDA; these statements are incorrect as the tests have 
not been evaluated by WHO and applications to the 
FDA for licences have not been made (unpublished 
data). 


The current reluctance of several governments of indus- 
trialized countries to approve HIV home collection and 
home self-test kits for open marketing may be due to 
fear that the potentially negative consequences of this 
new technology could be more important than its posi- 
tive effects. We would therefore like to briefly explore 


the arguments being used by Proponents and opponents 
of home testing. 


Potential benefits and pitfalls of home 


a enced 


The central argument for HIV home testing is that it 
would considerably increase the number of people who 
have access to and may use an HIV test. To our knowl- 
edge there is only one study that provides some insight 
into the potential demand for home collection HIV test- 
ing (16). Twenty-nine per cent of adults interviewed 
during a national household survey in the United States 
said they were likely to use a home collection device for 
testing, and 22% said they would prefer this method to 
clinic-based VCT. Persons with less education, lower 
incomes, of non-Caucasian Origin and who did not 


know where to go for an HIV test were more likely to 
say they would use home collection testing than the 
other groups. However, respondents were not informed 


about the probable price to pay for the test (estimated at : 


US$ 30-40), and were not asked about the reasons for 
preferring home collection testing. In addition, no ques- 
tions were asked about the intended timing of testing, in 
particular in relation to past or present risk behaviour. 
There are no simular data on the potential demand for 
home self-testing. An important reason for preferring 


home testing over laboratory-based testing may be a 


greater guarantee of confidentiality and anonymity. In 
addition, persons would be able to use a home collection — 
kit or do a self-test at their own convenience without — 
any loss of working time, and home self-testing would 


also have the advantage of providing immediate results. 


Ne ‘a 


q 
Proponents of HIV home testing have argued that the 


main benefits of increased access to and use of HIV tests 
would be earlier treatment, including avoidance of peri- 
natal transmission by HIV-positive pregnant women 
[17], decreased costs in generalrand for the public ser- 
vices in particular, and: decreased sexual transmission of 
HIV [18]. Early access to treatment based on early 


knowledge of HIV status will be of benefit to the indi- : 


vidual if and where such services are available. Currently, 
few treatment options for asymptomatic HIV-infected 
persons are available in most developing countries, 
although this may change rapidly if inexpensive preven- 
tive therapies for tuberculosis, toxoplasmosis and other 
Opportunistic infections are shown to be effective [81]. 
Cost of home testing is assumed to be lower than clinic- 
based testing, although no comparative data have been. 
published. The main arguments are that HIV-negative 
persons would only need one test, performed at home, 
with little or no counselling, thus reducing human 
resource and overhead costs. In addition, persons would 
pay for at least the first test, thus reducing public sector 
cost in instances where governments provide HIV tests 
free of charge [82]. Finally, the decrease in sexual trans- 
mission is based on the assumption that the individual 
who finds out he or she is positive would supposedly not 
engage in unsafe behaviour, that the couple ‘could screen 
each other for the presence of HIV antibodies and then 
act on the findings’, or that one partner could ‘quietly’ 
screen the other [18]. As discussed in the introduction of 
this review there is little evidence that HIV testing, even 
when provided with counselling, results in the adoption 
of safer sexual behaviours that would have 3 public 
health impact on HIV transmission. 


The potential risks of home testing have been discussed 
by the proponents as well as the opponents [17,82-85].A 
number of issues relate to the accuracy of the tests, 
including their sensitivity, specificity and predictive 
value; quality of the test at the time of use depending not 
only on the manufacturer, but also on transport and stor- 
age at the sales point and at home: quality of the sample 
collected; understanding of the window Period; and 
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more generally, the level of education needed to cor- 
rectly understand the testing procedure. For home self- 
tests there are additional issues such as errors of manipu- 
lation if performed by lay persons; interpretation of 
results and action to be taken for confirmatory testing. 
We have addressed most of these issues above, but would 
like to point out again the fact that the accuracy of the 
new generation of capillary blood, urine and saliva tests 
that could potentially be used as home self-tests has not 
yet been evaluated extensively, nor has their r@iabiliry 
been confirmed if performed by lay persons. Beyond 
these technical issues, there are two other major ques- 
tions with regard to the risk of home testing. First, does 
sesting without pretest and post-test counselling present 
i risk to the individual tested? Secondly, 1s there a greater 
risk of systematic abuse of HIV testing by third parties 
than with laboratory-based tests? 


In order to guarantee the individual benefits from an 
HIV test, to reduce the fear and occurrence of the nega- 
tive effects of testing, and to increase the possible public 
health benefits, counselling has been promoted as an 
essenual element of voluntary testing [86]. Ideally, the 
counselling process should start before HIV testing 
occurs to discuss the need for testing, provide accurate 
information about HIV, clarify technical aspects of HIV 
testing, discuss past risk behaviours and risk-reduction 
strategies and help explore the implications of the test 
results, particularly if positive. Counselling after the test 
should provide emotional support, and help the person 
to find the most appropriate medical and social care. 
However, it has been shown that in many countries test- 
ing is performed without counselling, or counselling 
occurs only after the test results are known [3,87-89]. 


Proponents of home testing therefore argue that pretest 


counselling is not essential and that counselling after 
home collection or self-testing could be provided more 


efficiently through telephone contact, which would be 


cheaper and guarantee anonymity [90]. Persons who test 
positive would be advised to, or would take themselves, 
the initiative to contact appropriate health services. This 
scenario relies on access to a telecommunication system 
and some type of quality control of the counselling pro- 
cess. In addition, it is not clear who would provide this 
“service and pay for it. If this is the responsibility of the 
test manufacturer, as has been suggested, the incentive to 
train, supervise and maintain qualified counsellors is lim- 
ited if this is not to be linked to a periodical accreditation 
system. Anonymity will only be guaranteed until the 
HIV-positive person goes to a health service, which 
should occur upon receipt of a positive test result. 


In most developing countries telephone counselling 
would be highly impractical for the majority of the 
population. This implies that access to face-to-face 
counselling services needs to be guaranteed to clarify 
possible misunderstandings about the significance of a 
positive test. Home testing may lead on the one hand to 
an increased number of false-positives, because positive 


results would tend to be taken at face value after the first 
home test. This might be a problem especially in low 
prevalence populations. On the other hand, an increased 
number of false-negatives may occur due to testing 


shortly after a risky behaviour without retesting after 3 
months. 


One of the major concerns voiced by opponents to 
home testing is the potential abuse by institutions — 
employers, insurance companies, police, border controls 
— and by sexual partners, in. particular by men against 
women. Proponents have argued that the possibilities for 
abuse may not be very different from those already exist- 
ing {17], and that an otherwise beneficial product should 
not be outlawed because it. may be potentially abused 


[82]. There are at least rwo reasons why home testing - 


would be more amenable to abuse than laboratory-based 
testing: it 1s easier to perform under coercion and there 
is less guarantee of confidentiality because the result is 
directly available in the home or by a telephone call. 
Home ‘self’ tests, which also provide an immediate 
result, could be used directly at border controls, by future 
employers and by sexual partners with little or no con- 
sent of the person tested. Given the level of persistent 
discrimination and stigmatization in many countries, this 
potential for abuse is worrisome. 


Overall, the risks and potentially negative consequence 
of the home test should be expected to be much greater 
in situations where the powerless are not well protected 


by law and regulations, where the status of women is not _ 
equal to that of men, where quality control of medical. 


devices and procedures is difficult, where regulations are 
not enforced, where literacy rates are low, and where 
health services are either scanty or difficult to access. 


Can we learn lessons from other home 
tests?.. 


As discussed above, the introduction of HIV home tests 
on the market may have positive as well as negative con- 
sequences. Before jumping to any conclusions about 
their danger or their usefulness, one should realise that 
this is nothing less than a revolution in the history of 


health and medicine. This would be the first ame that an 
_ individual has ever had the ability to diagnose by himself 


a chronic, incurable and most probably fatal condition. 
The only other home self-test to detect a health condi- 
tion (as opposed to monitoring an already diagnosed 
health condition, such as high blood pressure, diabetes) 
that has ever been used widely in developed countries is 
the pregnancy test. Although the consequences of a posi- 
tive pregnancy test are quite different from those of a 
positive HIV test, it is useful to briefly review some of 
the lessons learned from the home use of pregnancy tests 
which have been available for almost 20 years. It should 
be noted that the scientific literature on home use of 
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pregnancy tests Is extremely limited and no iene 
could be found for developing countries. spelt 
counter pregnancy (ests became available in 1976, but 
were only widely advertised in the United States in 
1978. The FDA, after reviewing data on several of these 
tests, stated that they were reasonably accurate for pre- 
liminary check-ups (95-98% accuracy) if ‘special care Is 
used in testing and a number of variables are taken into 
account’ (91]. The FDA also urged users to immediately 
visit a doctor after a positive reading. The main concerns 
were false-positives, false-negatives (ectopic pregnancies) 
and the assurance of proper medical care. In addition, the 
early generation of home pregnancy tests was criticized 
for being too complicated with ample opportunity for 
manipulation errors [92]. The arguments used against 
making home pregnancy tests widely available were 
inexperience of lay people in testing procedures, diff- 
culty in evaluating false-positive or false-negative results 
and that a pelvic examination should supplement the 
test. Arguments in favour of home testing included their 
lower cost, desire of anonymity and possibly earlier diag- 
nosis leading to better prenatal care {93}. After these imi- 
tial debates about the pros and cons, no assessment of the 
use of pregnancy tests at home was apparently performed 
for a number of years. 


In 1982, a US-based study investigating the prevalence of 
home pregnancy testing and user compliance found that 
about one-third of 144 pregnant women seeking advice 
in three different treatment settings had previously used 
a home pregnancy test [94]. The overall false-negative 
rate was 24.3%, and total compliance with test instruc- 
tions was 32%. Test accuracy was directly related to the 
educational level of the user. In 1986, it was shown that 
accuracy of test results at home ranged from 46 to 89%, 
differing from the 97.4% average claimed by the manu- 
facturers [95]. 


A further issue identified in these studies was failure to 
respect the 9-day waiting period after missed menses and 
to repeat an initially negative test [94-96]. Some women 
used the test as early as 6 days, thus considerably lower- 
ing its predictive value. This can in some ways be com- 
pared with the window period in HIV testing, which is 
even longer and makes it virtually impossible to detect 
an infection before several weeks after the potential 
exposure to HIV. 


The reasons most frequently cited by a sample of college 
students for using a pregnancy tests at home were speed 
in obtaining results, confidentiality and convenience 
[97]. About one-half of the users had the results verified 
by a laboratory test. The study concluded that one of the 


most crucial limitations of self-testing is the knowledge 
and competence of the user. 


As with HIV testing, the lower cost of self-testing has 
been one argument in favour of home pregnancy tests, 
but this has not been well documented. Among the 
sample of college students only 5% mentioned the cost as 
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a primary reason for choosing the home test. The 1978 
Consumer Report [92] showed that an office-based 
pregnancy test could be obtained without appointment 
at the same cost than a home test (US$ 5-15), and thus 


discouraged self-testing. 


Although early access to prenatal care and positive 
behaviour change, such as reduction of tobacco or alco- 


‘hol intake, have been advocated as potential benefits of 


home pregnancy testing, this has not been documented. 


The evidence on reasons for using home pregnancy tests, 
their accuracy when used by lay persons, and the possible 
negative consequence of imaccurate results is therefore 
sketchy. The main lessons learned may be that a test _ 
result will be on average less accurate when the test 1S 
performed by a lay person, and that the user needs to be 
well educated to understand operating procedures, opu- 
mal timing of tRe test (latency period) and needs to have 
immediate access to health services for confirmation of 
test results and care. Many of the studies menuoned have 
raised doubts about the usefulness and comparative 
advantages and disadvantages of the home versus the 
laboratory-based pregnancy test. Although the testing 
technology has changed in the past years, making today’s 
pregnancy tests simpler than the earlier tests, no new data 
have been published and the questions raised have appar- 
ently remained unanswered 10 years later. 


Conclusions 


The new testing technologies discussed in this review 
may have enormous merits and may in many ways 
change our approaches to the HIV epidemic. These tests 
could be used for testing in a VCT service to provide 
clients with an immediate indicative test result. In cases 
of positive primary test results, a blood sample can 
immediately be drawn to perform further testing for 
confirmation, making the whole system more client- 
friendly and probably more cost-effective. In addition, 
this approach may reduce the high drop-out rates cur- 
rently witnessed in some settings after initial counselling 
and the collection of the blood sample. However, we 
need to acknowledge that many technical, psychological 
and social questions remain unanswered. Given the 
nature of HIV infection — lifelong, incurable and fatal 
— and the stigma attached to it, it would seem irrespon- 
sible to provide these new tests to lay persons for self- 
testing before answering at least some of the most essen- 
tial questions, including the following: 


(1) What is the intrinsic accuracy of the currently 
available HIV home collection and home selt- 
tests? 

(2) What is their reliability if used by lay persons, 
including timing of the test after risk behaviour? 

(3) What is the probability that persons identifying 
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themselves as HIV-positive through home testing 
will not seek confirmatory testing, and what would 
be the consequences of such behaviour? 


(4) How cost-effective is home collection or home 
self-testing compared with clinic-based testing? 


(5) What is the demand for and acceptability of these 
tests in different sociocultural environments? 


(6) What are the expressed needs and fears of potential 
users? 


(7) What is the importance of providing cownselling 
before and after the test? What are the conse- 
quences for the individual if counselling is not pro- 
vided or not sought? 


(8) How can post-test counselling be provided in low- 
resource settings, including quality assurance? 


(9) What action will individuals take after receiving an 
HIV test result at home? 


(10) What is the potential for abuse in different settings 
and how can it be prevented? 


All these questions relate to both forms of home testing, 
home collection and home self-testing, but will need to 
be addressed separately in some instances. Relatively 
small-scale qualitative and quantitative research studies in 
settings where access to VCT services already exist may 
enable us to provide some answers. It will also be instruc- 
tive to monitor the experience with the HIV home col- 
lection test system which has just been approved in the 
United States. 


In addition, some minimum requirements that must be 
fulfilled for any tests proposed should be defined, includ- 
ing (1) any test marketed as a self-test must have an inter- 
nal control mechanism which validates the test result; (2) 
no test should be marketed in another country before 
having been approved by the regulatory body of the 
country of production, as there is a real danger that tests 


of low quality are brought on the market in developing - 


countries with weak or no regulatory bodies; and (3) 
clear guidelines must be provided with the test on how 
to confirm a positive result. Access to counselling, medi- 
cal and social support services should be guaranteed. A 
legislative framework should be established to minimize 
the possibility for abuse. 


This review of the current state of the art of home test- 
ing has revealed that, although technical knowledge on 
this new testing technology is relatively advanced, virtu- 
ally no information exists on the potential impact wide 
spread availability of home tests would have on individu- 
als, on population groups that are at higher risk of or 
more vulnerable to HIV infection, and on society at 
large. At present it is thus impossible for policy makers 
and planners to make an informed choice about the use 
of these tests. If we want to abide by the Hippocratic 
principle of ‘primum non nocere’, it is essential that sound 
research on the questions raised be undertaken immedi- 
ately in a variety of settings, including developing coun- 


tries, and that decisions on the use of home collection 


and home self-tests by lay persons be based on the 
results. 
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Rights and respect 


; ncreasingly AIDS organisations and activists 
acknowledge that two very significant barriers 
to successful HIV prevention are discrimination 
and inequality. Fear and ignorance about AIDS 
have led to discrimination against people living 
with HIV and those assumed to be ‘high risk’ 
because of their lifestyle or sexual partners. 

While HIV can affect anyone, people — 
especially women — who lack access to 
information or health services, and who have 
little choice about what they do sexually, are 
most vulnerable to HIV. If they test HIV positive 
or become sick, they are even more at risk of 
discrimination. Discrimination can mean being 
dismissed from work, refused health treatment 
and avoided or attacked. 

One response to the epidemic has been to 
introduce measures which restrict the freedom 
of infected or vulnerable people. These 
traditional public health measures were used to 
control epidemics such as tuberculosis or 
syphilis. They were based on compulsory testing, 
isolation of those with the illness and treatment 
to prevent others from becoming infected How- 
ever, it has become clear that these measures 
have far too high a social and financial cost 

Policies of isolation and compulsory testing 
make it easier to blame certain groups of people 


People with HIV 
who have the 
courage to speak 
out publicly help 
to reduce the fear 
of AIDS. 


Therefore most people do not feel at risk and so 
do not take steps to prevent HIV. At the same 
time people need information but may be afraid 
to seek advice and support. 

Many AIDS organisations and health services 
are now working in close partnership with people 
with HIV to respond to the epidemic more 
successfully. 

Dr Juan Carlos de la Concepcidn, on page 5, 
describes how he and other HIV-positive people 
in Cuba worked with their government to change 
the policy of compulsory isolation. They did this 
because they felt that this policy was preventing 
the wider public from coming to terms with the 
realities of HIV and the need for safer sex. 

‘We don't fear the virus or even death so much 
as the way in which others treat us.’ On page 4 
activists from Uganda emphasise the importance 
of being open about HIV. This not only helps 
others personalise the risk, but also makes it 
easier for them to negotiate protected sex. 

But individuals who feel safe enough to be 
open about their HIV status are in a tiny minority 
In most countries, people still risk losing 
everything — home, job, children, friends and 
family. Continuing to work against discrimination 
and for people’s human rights is a vital part of the 
fight against HIV 
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ome NGOs and individuals are 
S = human rights approaches to 

challenge HIV-related discrimination. 
Respecting human rights means that all 
people are treated as equal in human worth 
and dignity, whoever they are. A Universal 
Declaration of Human Rights was agreed in 
1948 and has since been signed by almost all 
nations. There are more recent international 
agreements on rights which are legally 
binding for nations who have signed them. 

Of course, human rights are not only 
relevant to HIV — many people do not have 
access to minimum basic needs. But there 
are some forms of discrimination that 
directly affect people living with HIV or 
make some groups of people more 
vulnerable to infection. 

APCASO members (Asia Pacific Network 
of AIDS Service Organisations) are 
developing a set of guidelines based on 
internationally recognised human rights and 
applying them to HIV. This is helping the 
NGOs to define and document HIV-related 
discrimination (see page 3). This makes it 
easier to campaign for policies and 
programmes that respect human rights, as 
well as provide better care and enable 
people to reduce their risk of HIV infection. 
For more information about APCASO Human Rights 
Initiative contact APCASO, Kabalikat Ng Pamilyang 
Pilipino, 3rd Floor B & M Bldg, 116 Aguirre St, 


Legaspi Village, | 229 Makati, Metro Manila, The 
Philippines. 
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Small actions, big changes 


‘Advocacy’ means carrying out activities which achieve wider public 
understanding about issues, and changes in policies, laws and health or 
education services. It may involve political demonstrations but more 
often is a gradual process of informing and persuading key people that 
policy change or providing more resources is the best way forward. 
Advocacy involves voicing the interests and concerns of affected groups. 
This means including them in planning and listening to their needs. 

Small organisations may fear that advocating policy change is too 
difficult, or that they lack skills and will be unable to change attitudes or 
services. It is true that national level lobbying is needed to achieve major 
policy changes, as happened in Cuba (see page 7). But very effective local 
campaigns often focus on broadening public acceptance and taking on 
specific issues, such as the examples on page 3. 

Before starting, think about these issues: 

m Why do you want to challenge the existing situation and what do you 
hope to achieve? 

m What precise issues will you focus on, and what changes do you want? 
Choose a few key messages, and explain clearly how you propose to 
make these changes and show that they are possible. 

m@ With whom do you want to work during the campaign? Who needs 
be involved and who will strengthen your message (alliances between 
groups for people with HIV, health workers, human rights groups, 
lawyers, celebrities, religious leaders, politicians, unions, NGOs)? 

m Whom do you need to influence (media, policy makers, local NGOs 
the hospital, church or mosque)? 

w What information will best explain your arguments and back up your 
demands? Make sure you have all the facts about the situation and tha 
your arguments are persuasive and appeal to people's self-interest. 

m How and when you will get your message across (letters, meetings, 
rallies, press releases, interviews, information updates and fact sheets) 

Rau, B, Ten steps for HIV/AIDS advocacy, AlDScaptions, July 1995. 


AIDS ACTION Issue 33 June-August 199. 


a7 
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reating awareness of HIV and 
ducing stigma The Philly Lutaaya 
itiative is one example of a group 
people with HIV who provide 
blic education and aim to 
courage attitude change and a 
ore supportive environment (see 
age 4). 


ducating health workers Women 
ighting AIDS in Kenya (WOFAK) is a 
lf-help group of women living with 
lV. An HIV-positive woman asked 
OFAK for support in getting a 
ealth worker to assist at the 

elivery of her baby. This had been 
efused because she was HIV 
ositive. WWOFAK met local health 
vorkers and one doctor agreed to 
ssist at the birth. WWOFAK now plans 
© work with other health workers 
o reduce their fears about infection. 


Developing a workplace AIDS 
policy In Zimbabwe, trade unions, 
smployers and NGOs have jointly 
reed a policy which prevents 
smployers from testing employees for 
4IV. In South Africa the same process 
vas led to a parliamentary bill on HIV 
2mployment policy. The AIDS and Law 
Network works with employers and 
inions to lobby and change policy. It 
»rovides public education using 
yamphlets on HIV-related rights and 
raining for community legal advisors. 


Improving women’s status FIDA 
<enya, a women lawyers 
rganisation, provides domestic 
fiolence awareness training to police 
officers. Many women dare not 
‘efuse unprotected sex with their 
vusbands for fear of violence. The 
raining links domestic violence and 
HIV infection and has changed some 
dolice officers’ attitudes. They are 
sncouraging colleagues to take 
domestic violence seriously and have 
designed posters for display in local 
olice stations. 


Ensuring housing rights In India one 
NGO works with local housing 
ssociations to integrate HIV 
wareness into their campaigns on 
\ousing, to prevent HIV-positive 
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Internationally accepted human rights 


These principles are from the Universal Declaration of Human Rights. 
The abuses listed are possible examples — these vary depending on national 
laws and policies and local circumstances. 


Liberty, security and freedom of movement 
®@ compulsory HIV testing 
® quarantine, isolation and segregation 


Freedom from inhumane or degrading treatment 
@ isolation, for example of HIV-positive prisoners 
@ participation in research trials without informed consent 


Equal protection of the law 
@ denying access to legal advice or services 


Privacy 

@ lack of confidentiality or disclosure of test results without consent 

®@ compulsory reporting of people with HIV to health authorities 
ee aly, a sph able tel ' ae 


e forced abortion or sterilisation ae 
e ‘compulsory pre-marital HIV testing iss 


. discrimination against same sex relationships 
Peek AR: ae PRBS Ss teh anl* ee 
Self-determination - 


-p:@zgbanning-groups, organised by people wire i by HIV sare BRE 


‘a “Ea ac écéss to to héalth care 
> @ lack’ of appr rate drugs: of condoms 


- fied 
es 


Fl Ge ae ee fee 
poset. & - we 


see shor Seema, ESS 


es ae 
ra 4 Sete h eevee aah ga: 
¥ “@=refi isal'to*care  for'or treat people \ with HIV o Bs % 
shes rs selanirni te Fo bbe GF ee pe a sist 
,. Education aN ou Mee Bots oe bag 


oe lack. of access. to information which enables people to make informed. choices xi. 


3@ <fefsal to provide education because of HIV status ~ +. ~~ - Ts Ses 
shales aT; ‘Social security and hating EPA GAEOR ste ithe sae me ac f89 
* alvop acc ess. PAE SP ait Se GRE ENC IgeS 


GE eae sg A A foe < 
: < eS aee 


ee Cie 
¥: dismissal from : 


sae piss 


owen ¥. weeny. 
+N Ne ing as a ar of. -? 


neha: x 


iste sim. emo bos aotmawrg 


HIV tests are no longer done without 
consent and prisoners with HIV are not 
segregated. Prisoners say officers are 
much more aware of HIV-related issues. 
With thanks to Renée Danziger 
(UK) and Dorothy Odhiambo 


people from being evicted. 


Supporting prisoners rights TheAIDS 
and Law Project in South Africa 
provides HIV awareness training to 
prison officers and prisoners, and legal 
representation for prisoners with HIV. 


(Kenya). 


come runic 
Being open, educating others 


In Uganda people living with HIV are organising themselves and publicly speaking out. 


: ; . ; itiative (PLI) 
j is livi h HIV and is an officer in the The Philly Lutaaya Initiative ( 
ps ane ita ce is a group of men and women 
gan 


‘Uganda has faced up to the reality of AIDS. One reason for with HIV who educate others by 
this is that our leaders have accepted the problem. For , sharing their personal + ge 
example, our President always stresses that we need to fight This project started in 
HIV/AIDS in order to fight poverty in Uganda. aim is Co give AIDS a human ace by 
But most people in Uganda still think that HIV only affects talking to groups in the comical 
the poor or soldiers, drivers and prostitutes. Many wealthy This encourages others to thin 
and educated Ugandans are not open about AIDS. These more personally about HIV, 
eople tend to go abroad for treatment and hide the fact that they have HIV. supports those who are trying to 
: ‘ps very important for powerful people who have HIV to come out openly. remain free of HIV and reduces the 
Keeping ais 1 not reduce the pain that HIV inflicts on us. | have become stigma for people with Oe 
involved in HIV education because | feel that people listen to and believe the At public sessions audiences as 


voices of those who are already infected and affected more than those who are many questions, such as: How 1s 
not. Better prevention can be achieved if respected and important public figures you benefited from going public’ 


do not hide away from the issue. Everybody must join the fight because there is How did you get the courage to 
no need to be ashamed of a disease that does not recognise borders and can take an HIV test? Have you told 
affect anyone, whatever their position in society: your children? We try and answer as 
Major Rubaramira Ruranga, Guidance and Empowerment Network, sabe a ah as possible. 

ini tre, PO Box 10005, Kampala, Uganda. acn of us has a different story — 
ee ne ents as some of us have children and others 
Reverend Gideon Byamugisha is AIDS is a curse from God. However, if Ac) Bi 8 as, delle : 
an HIV-positive Anglican priest. after an awareness raising session : aoe rom ps a > casi 
‘| hope, as a priest openly they change their views. vo H spire ; “i & CO - 
living with HIV, that HIV is linked to community and € discovered that young peop 


family relationships, including are interested in learning different 
marriage. Unequal relations ways of saying ‘No’ to unprotected 
between men and women put sex and of having safer sex rather 
women at higher risk of infection. than being told simply to epee 
Life skills are not included in school After ONT SES emene TA See 
education for young people while decide to change their behaviour or 
unequal relationships at work and seek further counselling and a test. 


other priests will 
feel able to be 
frank about HIV 
and that if people 
see that a priest 
can get HIV they will 
realise that everyone 


is vulnerable. exploitation and low wages make Philly Lutaaya Initiative, PO Box 
Religious institutions can be great many people vulnerable.’ 10446, Kampala, Uganda. 

assets in the fight against AIDS. Their Reverend Gideon Byamugisha, Below: PLI members talk to young 

members have daily contact with PO Box 14297, Kampala, Uganda. people about living with HIV. 


people and are depended upon for 
reliable information. But without 
accurate information about HIV they 
can be a big hindrance to education, 
especially if they are reluctant to 
discuss sexuality for religious and 
cultural reasons. 

Religious divisions over condoms 
are unhelpful. We should accept the 
‘multi-frontline’ approach to HIV 
prevention and choose which line to 
fight on, without attacking those 
fighting on other fronts. 

For three years | have been 
teaching church leaders about HIV 
prevention and care. At first they 
tend to say that people living with 
HIV should be separated and that 


Philly Lutaaya Initiative 
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A positive response 


Collaboration between people living with HIV, health workers and 
policy makers has changed policy in Cuba, Latin America. 


pom 1986 to 1990 Cuba's 
national AIDS policy included 
compulsory isolation for people with 
HIV in special sanatoriums, which 
included family visits and, shortly 
afterwards, weekend passes. In 1989 
a group of HIV workers and people 
living with HIV began questioning 
these policies, arguing that people 
living with HIV need to be able to 
mix freely with others in order to 
reduce fear of HIV. 

In 1990 people living with HIV and 
resident in Cuba's main care and 
prevention centre, the Sanatorium 
Santiago de las Vegas, formed the 
AIDS Prevention Group (GPSIDA). 
We aimed to make our voices heard, 
do AIDS education in the community 
and campaign for the right to be 
treated with respect. 

After training ourselves as 
prevention educators we began 
working with the National AIDS 
Programme to ensure that their 
information was accurate and 
challenged the prejudices that people 
have about HIV. We targeted teacher 
training colleges and workplaces and 
used TV and radio to reach families 
and young people. In the ‘Learning to 
live with HIV’ project GPSIDA 
collaborated with staff at a test 
counselling centre, providing support 
and counselling to those who had 
just tested positive. 

Partly as a result of GPSIDA's 
work, in 1993 sanatorium residents 
were given the choice of continuing 
to stay in the sanatorium or 
returning home and receiving 
outpatient or home care provided by 
a network of family doctors based in 
the community. This was a decisive 
step towards integration of people 
with HIV into Cuban society. 
GPSIDA educated and prepared 
people for the changes. 

As well as changing our own 
country's policies, GPSIDA members 
and others have struggled hard to 
challenge assumptions elsewhere that 
Cubans who test positive for HIV 


have only one destiny — sanatoriums. 
We have always appreciated the 
benefits that the Cuban health system 
provides — HIV-positive Cubans get 
treatment and care including up-to- 
date medication, balanced diets and 
psychological support. The right to 
life, free health care, treatment and 
education are the main priorities for 
Cuba. When Cuba's AIDS policy is 


Right to know 


ccess to health information is a 

rP“Ahuman right. This applies to HIV 
information, including how the virus 
is transmitted sexually between men. 
In most societies men have sex with 
other men. Some men are afraid to 
be open about who they have sex 
with because of fear of violent attack 
or discrimination. Others do not 
consider themselves homosexual 
(gay) but sometimes have sex with 
other men even though they normally 
have sex with women — for example, 
men in prisons or single-sex hostels. 

HIV projects need to include 
information for men who have sex 
with men. Lack of information leads 
to a higher risk of contracting HIV. 
For example, some prisoners believe 
that they are not at risk of getting 
HIV because they are only having sex 
with men, not with women. Some 
men have even said to me that they 
opt to have sex with men because 
they think it is safer than women. 

Disbelief and discrimination make 
it difficult for people to raise these 
issues and to design appropriate 
programmes. AIDS organisations are 
themselves often unwilling to admit 
that sex between men happens. The 
public, politicians and the media need 
to be educated. 

Groups and organisations of gay 
men and lesbians are being formed 
across Africa. In South Africa the 
Township AIDS Project has a Gay and 
Lesbian Programme where black gay 
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criticised our health system must be 
compared to those of other countries 
where there is less access to health 
care for all, including people living 
with HIV. 

GPSIDA has always dreamt that 
our experience, though not perfect, 
can be a reality for people with HIV in 
other poor countries. 

Dr Juan Carlos de la Concepcion 
Raxach, founder member of 
GPSIDA, currently studying in 
Brazil. 

GPSIDA, Sanatorio Santiago de las 
Vegas, |'/2 km carretera al Rincon, 
Santiago de las Vegas, Ciudad de la 
Habana, Cuba. 


WE NEED 
= SAFER 


SEX ~ NOW! 


men and lesbians 
learn about HIV 
and safe sex and 
share experi- 
ences. Similar 
groups have 

also been set 

up in Botswana, 
Kenya and Zimbabwe. 

Recent threatening and 
discriminatory statements from a few 
political leaders in Africa and 
elsewhere make it difficult for gay 
groups and people working with men 
who have sex with men. As well as 
fighting discrimination against people 
living with HIV, community-based and 
human rights organisations need to 
challenge this discrimination and 
develop appropriate education and 
outreach programmes. It is important 
for everyone to be able to live 
without fear of being stigmatised 
because of what they do sexually, and 
to be able to discuss these issues. 
Simon Nkoli (formerly of Township 
AIDS Project Gay and Lesbian 
Programme), Positive African Men 
Project, PO Box 23017, Joubert 
Park, 2044 Gauteng, South Africa. 
On the margins: men who have sex with 
men and HIV/AIDS in developing countries 
describes the political and social contexts 
in which men have sex with men, and 
government and NGO responses. 
Available free to NGOs and AIDS service 
organisations in developing countries from 
PANOS Institute, 9 White Lion Street, 
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Self-help or 


support? 


‘Support groups are the best medicine’ says an HIV-positive 
woman, but their success depends on having clear aims. 


any local groups have been set 
mM. by or for people living with 
HIV/AIDS. They are not easy to 
organise and do not always meet 
every HIV-positive person's needs. 
However, they can be a great source 
of help and an advocacy tool, both 
locally and nationally. 
Self-help groups can provide: 
® emotional and social support at 
home or in group sessions 
™@ opportunities to meet, and share 
ideas and practical information 
with others who face similar issues 
® training in education, public 


Anger into 


ne of the hardest parts of living 
with HIV or AIDS is dealing with 
the anger and frustration of a disease 
that makes most of us feel powerless. 
Last year a group of women went to 
a talk by a medical professional who 
used words that most of us did not 
use or understand. At first we felt 
angry, but then we decided to do 
something about it. 

We decided to set up a school run 
by ourselves — called the HIV 
University — for women to learn 
together about HIV, support one 
another and learn to advocate for 
better health care. First we planned a 
curriculum. There was so much we 
wanted to learn, but we decided to 
focus ourl6 classes on: how the body 
works; what is HIV and HIV disease 
and how we can protect ourselves; 
reproductive health and STDs; safer 
sex; Nutrition; treatments and side 
effects; alternative/complementary 
therapies; clinical trials; how to talk 
to your doctor; addiction; spiritual 
and mental support; and sharing what 
we have learned with others. 

Once we had decided on these 
topics we contacted people in the 


speaking and counselling skills 
# opportunities for getting loans or 
earning an income 
4 a basis for advocacy and 
campaigning. 
lt is important for the co-ordinator 
or founder members to be clear 
about the main purpose of the group 
and discuss this with new members. 
Women and men with HIV have very 
different needs and concerns — 
depending on how long they have 
known they are HIV positive, their 
state of health, their financial 
situation and family responsibilities. 


action 


community to help us. Some were 
living with HIV. Others were from 
service agencies, which was helpful in 
improving communications and 
access. All volunteered their time.We 
drew up guidelines for resource 
people, which included explaining 
complicated words, using objects and 
pictures such as samples of medicines 
or pictures of body parts, allowing 
time for questions and making 
lessons relevant to our lives. 

All students signed a contract 
agreeing to respect confidentiality, 
respect others’ beliefs and stay at 
home if they have an infectious illness 
in order not to infect others. The 
curriculum changes with each new 
group of women, depending on pers- 
onal priorities. Each class is different 
and some women join twice. Because 
the women choose the curriculum 
we know we are meeting their needs. 
We have witnessed miracles in each 
other's lives — changes and growth. 
We have chosen to claim 
responsibility for our own lives. 
Sandi Luna, WORLD, 3948 
Webster Street, Oakland CA 
94611, USA 


Groups work best when their 
members have similar expectations. 
For example, recently diagnosed 
people may not wish to become 
involved in campaigning or education 
work. The Post Test Club of the AIDS 
Information Centre in Uganda offers 
peer counselling and practical 
information to people who have 
recently taken an HIV test. The 
Wednesday Club of the Thai Red 
Cross is run by people currently 
receiving treatment who want to 
share information. 

Ic is easy to become discouraged if 
members leave but this does not 
always mean failure. Perhaps people 
join during a particular crisis, for 
example shortly after diagnosis. 
When the crisis passes they may 
prefer not to continue. 

Some people may need material 
support, such as money or food, 
rather than the opportunity to talk. 
Make sure that people know if your 
group cannot provide this and 
consider whether you or another 
organisation can respond to these 
needs with a different project. One 
women's group in Zimbabwe saw the 
need for economic support, and set 
up a successful tailoring business with 
a supportive working environment. It 
has decided that it cannot accept new 
members. 

Meeting as a group may not always 
be appropriate. A group in Cote 
d'lvoire found that few women join 
because they are afraid for their 
children if their HIV status becomes 
known. Members visit women 
individually at home. 

Groups are more likely to succeed 
if they are run by people living with 
HIV and where members share 
similar experiences, for example as 
women or as injecting drug users. 

Support and self-help groups can 
play an important role in advocacy. By 
enabling people living with HIV to get 
together it is easier to be open and 
become involved in prevention and 
care. This shows others that people 
with HIV are living positively, sharing 
the burden of policy and education 
work. 

Thanks to Emily Chigidwe 
(Zimbabwe), Joanne Manchester 
(UK), Nina Okagbwe (Céte 


d'Ivoire) and Dorothy Odhiambo 
(Kenya). 
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Making a living 


Many income generating schemes end in disappointment. 
AIDS Action highlights issues to consider before starting. 


he most serious problems faced 

by people living with or affected 
by HIV are poverty and inequality. 
Income generating activities aim to 
solve these problems but often fail. 
Many create extra work for members 
with little economic reward. Others 
may improve incomes in the short 
term but fail because they depend on 
continuing outside support. 

The real barriers to improving 
income may not be economic at all, 
but social or cultural. For example, 
increasing women’s income may simply 
result in their partners taking the 
money. It is important to think about 
possible problems and barriers before 
beginning an income-generating 
project, and to consider other options 
for addressing poverty. 


Responding to needs 
ls the activity intended to be a viable 
business enterprise or to provide 
social support to people? Income- 
generating projects can provide 
personal, as well as material, benefits, 
but this aim needs to be clear from 
the start so that people do not have 
unrealistic expectations. 

ls the main aim to provide financial 
security to people who are in need? If 
so, find out what sources of support 
already exist locally, for example: 


a referring people to church or 
welfare groups 

@ p®oviding assistance to obtain 
government benefits 

@ creating welfare funds for small 
one-off payments 

¥ establishing vegetable gardens or 
helping people to produce 
household articles for family use. 

Before planning a new activity think 

about improving existing employ- 

ment options, which might include: 

@ identifying local employment 
needs and planning appropriate 
training 

® arranging temporary work with 
local employers 

4 training people who already run 
small businesses in production or 
business management. 


Saving and borrowing 

A common problem for people 
trying to start a business is lack of 
access to credit (loaning money ona 
commercial basis to be paid back, 
usually with interest). 

Are there any local credit or 
savings schemes such as Islamic 
credit schemes, women’s savings 
groups or revolving loan funds? 
These schemes involve members 
making regular small contributions to 
a fund which entitles them to an 


Credit schemes can improve financial security for small businesses. 
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occasional loan or payment 
Consider all the real costs of 
secting up a credit scheme, including 
salaries and office rent. A service 
charge may be needed to cover the 
running Costs, especially in rural areas 
where communications are costly. 
Plan the scheme carefully, making 
sure that people understand the need 
for repaying money with interest. 
Give adequate support to benefic- 
laries, such as ensuring women 
members have access to literacy and 
basic financial skills and child care. 


Enterprise 

If you think there is a business 
opening, first ask yourself why no- 
one is doing it already. Business 
enterprises fail for many reasons, 
including lack of training, skills or 
access to markets. Test your ideas 
with local, sympathetic entrepreneurs 
or business development projects. 

If you do plan to set up an income 
generation project think about who 
will be involved. The best projects are 
often those set up by the potential 
participants themselves. 

Should the project work with 
individuals or groups? Working in a 
group is not always easy. Different 
members may have different aims. 
However, costs can be reduced if a 
group pays for materials or transport. 
Make sure that individuals benefit 
directly from group membership. 

Be clear about your organisation's 
capacity to cope with the increased 
work load and ability to carry out a 
commercial enterprise. 

Financial sustainability is not 
always possible, especially where 
there is high inflation, sickness or 
conflict. In these situations, external 
donor support may always be needed. 
It is important to remember the 
other benefits of income generating 
activities as well as, or instead of, 
improving financial security. If a 
project is well-targeted and efficient, 
clients gain not only income (their 
dependents also benefit indirectly) 
but also new skills which may 
contribute towards increasing control 
over their lives. 

Thanks to Judy el-Bushra, ACORD, 
UK. 


AIDS support and income generation, 1994, 
Global AIDS News 4, Jackson, H, Mouli,V C 


& Udwin, M. 


Fighting injustice 

| am 41 years old and several years 
ago chose to volunteer as a home 
carer with my local church. | already 
knew about the experiences of 
people living with HIV, having seen 
two of my relatives gO through | 
physical suffering and mental pain | 
caused by others avoiding people with 
AIDS. | received training in pastoral 
counselling and pre- and post-test — 
counselling. Shortly after volunteering 
| decided to take an HIV test myself. 
My husband's first wife was quite sick 
and | wanted to know for myself. | 
was influenced by the example of the 
many people with HIV dying with 
dignity. 

When | received the news that | 
was positive | was emotionally out of 
it for some time.! didn’t know what | 
was hearing. | was worried about my 
daughter. | asked the counsellor to 
pray with me and then returned to 
my HIV training class. 

| have chosen to tell other people 
because | want to be honest with 
them. | first shared my news with the 
nursing sister, my pastor, and then 
with the eighteen other counsellors. | 
did so because | wanted to talk to 
people about the dangers of AIDS and 
having many sexual partners. 


RESOURCES 


| feel very strongly about some of 
our customs which make life more 
difficult for women, such as wife 
inheritance and the fact that a 
husband's family inherits the widow's 
possessions even after a legal 
marriage. Vvomen need to know there 
are laws which govern a divorce. The 
practice of bride price means that, if 
her family needs the money, a woman 
cannot avoid getting married to 
someone she knows is sick. When 
men have more than one wife they 
just chase a sick wife away. 

There are also cultural practices 
which do not help women. They need 
to have access to good food which is 
difficult. For example, a pregnant 
woman is not allowed to eat eggs. 
Another problem is that many people 
spend large amounts of money to 
counteract bewitching, which they 
believe is the cause of sickness. 

| will continue to help women 
write their last testaments and help 
them provide for their children. | 
believe that each of us can live 
positively with AIDS and that we 
don’t have to give in to unjust 
practices. 

Anna Kitwala, with Sister Veronica 
Schweyn, Mwanza, Tanzania. 


AIDS, health and human rights: an exploratory manual links public health and 
human rights issues with HIV. Available for Swiss francs 20.00 from International Federation 
of Red Cross and Red Crescent Societies, PO Box 372, CH 1211 Geneva 19, Switzerland. 
Challenges of going public: commonly asked questions and answers to people 
going public and Stepping out in the open. Available from PLI, PO Box 10446, 
Kampala, Uganda (contact PLI for price information). 

Empowerment through enterprise provides guidelines for NGOs to support self- 
employed people. Available for £11.95 from Intermediate Technology Publications, 103-105 


Southampton Row, London WCIB 4HH, UK. 


Income generation schemes for the urban poor provides basic guidelines for 
NGOs starting income generation projects. Available for £8.95 from Oxfam Publications, 


274 Banbury Road, Oxford OX2 7DZ, UK. 


People living with HIV: the law, ethics and discrimination and Women, the 
HIV epidemic and human rights: a tragic imperative outline advocacy and 


strategies on human rights. Available free from 
! United Nations Plaza, New York NY 10017, USA. 


HIV and Development Programme, UNDP. 


For more information about groups for people living with HIV and AIDS contact Global 
Network of People Living with HIV and AIDS (GNP+), PO Box 11726, 1001 GS, Amsterdam, 


The Netherlands and International Communi 


2338, London W8 4ZG, UK. 
New resources 


ty of Women living with HIV & AIDS, PO Box 


Africa against AIDS is a catalogue of African AIDS education materials in English, 
French and Portuguese. Available free for developing countries (£10 elsewhere) from 


AHRTAG. 


Broadening the front describes NGO res ] 
ponses to HIV and AIDS in India. A 
for £2.75 from TALC. PO Box 49, St Albans, Herts ALI STX, UK. nt vtec 
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lV-infected blood transfusions are 

responsible for between 5 and 10 per cent 
of HIV transmission in developing countries. 
Ensuring sufficient supplies of safe blood poses 
ethical and financial challenges in under- 
resourced countries where many people are at 
risk of HIV, or already living with the virus. 


Collecting infected blood wastes time and money 


and risks the lives of recipient patients. 

The HIV epidemic has a major impact on 
blood collection strategies. Ideal blood donors 
are healthy adults and young people, but these 
individuals are likely to be sexually active and at 
risk of HIV. More people are reluctant to 
become donors because they don’t want to 
consider their personal risk of HIV, or fear that 
their confidentiality will be broken. Others use 
the blood collection service as a way to find out 
their HIV status. 

Individuals who do test positive for HIV need 
to be sensitively referred for counselling and 
follow-up. This must be done in a way which 
does not breach people's privacy or lead 
them to be questioned by their friends or 
colleagues about why they are not donating 
blood. 

Increasingly, blood services are linking 
education about giving safe blood with having 
safer sex. They are working more closely with 


9 actior 
Blood safety 


Responsible giving and 
effective screening 
procedures mean that 
donating blood can 
save lives. 


organisations and health services involved in HIV 
prevention and care. Collaboration helps to 
make safe blood collection easier and more 
successful. Staff can provide public education 
about what happens during the blood collection 
process, and the serious responsibility of giving 
safe blood. Many may also have a key role in 
counselling people who have been referred by 
the blood transfusion service. 


The most successful strategy for a safe blood 
supply involves encouraging people who are at 
low risk of HIV infection to give blood, and 
counselling them about the need to be 
responsible donors, deciding not to give blood 
if they have been at risk of HIV. 

It seems that this strategy may be having a 
double benefit. Less HIV-infected blood is 
being collected, thus reducing the risk to 
recipients. And, significantly, regular blood 
donors are showing that they have a key role in 
educating others about giving blood and HIV 
prevention, and that they themselves are 
keeping up safer sexual behaviour. Research 
from Uganda and Zimbabwe shows that 
both young people and adults who give 
blood regularly are more likely to remain 
HIV-negative than non-donors. 


ee t—S 


Strategies for safe blood 


Receiving an HIV-infected blood 
transfusion carries more than 

a 95 per cent risk of HIV 
transmission. AIDS Action 
explains how blood can be 
made safe. 


Donating safe blood 

The best way to ensure that donated 

blood is free from infection is to 

encourage donation by people who 

are: 

® unpaid and willing to donate blood 
voluntarily, responsibly and regularly 

@ at low risk of HIV and other 
infections transmitted by blood 

@ healthy and fully grown in order not 
to affect their own health, and not All donated blood needs to be screened for HIV, hepatitis B and syphilis. 


pregnant or anaemic, or suffering 


Tr gue Bolstad/Panos Pictures 


Die ie nections community centres and workplaces destroyed. 

®@ informed about the tests to be posse enue ee isn aceene ; rea Pa? ee _ ~ 
aiken covthaie dectities bloke and recruiting people at low risk of situation should take the family 
including HIV. HIV. Public education and sensitive member's blood for testing but use an 

Schools, universities, church groups counselling can help people to decide existing tested unit from the hospital 
: not to give blood if they feel they have blood bank for the patient. The donor 
; been at risk (self-exclusion). should be told that their blood will 

Key points ae not be used for their own relative but, 

< . Avoiding unsafe donations if proved free from infections, will 

Blood tr ansfusion services use three Using donors who are paid to give instead be deposited in the hospital 

hoy abana to reduce the risk of blood is likely to lead to a commercial, blood bank. 

ME tate anc oat often illegal, blood trade and an unsafe Family donors should always be 
infected blood donations by blood supply. The people who have to counselled before donating and their 
recruiting snd:counselling sell their blood in order to make a blood only collected if they meet the 
GORIBGEFy Unbadtlenons whe arc living are often those at most risk of national criteria for blood donation 
i low tisk of HIV serious communicable disease. (see pages 4 and 5). If they do not have 

® testing fscreaning) alt denied Blood donation should never be | HIV they should be encouraged to 
bleed foe LilVand other compulsory, and should not be carried become regular donors. | 
infections transmitted by blood Out in institutions such as Prisons or ; : 
and safely disposing of infected ee wr a NR ais 
Binod encourage voluntary donation, it is All donated blood needs to be tested 

ME reducing the number of blood w+ sheng for nee freely for the presence of infections that are 
and blood prackiet transfusions er to give blood. Positive results transmitted by blood: HIV, hepatitis B 

Blood:transfusion services are often lead to discrimination, such as and syphilis. Tests for hepatitis C, 

developing these strategies by: isolation In prisons or dismissal from Chagas disease and malaria may be 

setting up.a. donor selection army service. | carried out, depending on local disease 
process; training staff in education In rural areas where blood supplies prevalence and national policy. Blood 
and counselling skills providing. a “9 ~aguitag members of the patient's giving unclear or positive test results 
regular supply of equipment for ne five sometimes asked to donate for any of these conditions should not 
collecting, screening and storie their blood. However, this should be be used and be safely disposed of, by 
blood; using blood transfusion oe unless there is no alternative. incineration, for example. 

guidelines; and ensuring curtis n some areas where HIV is common Occasionally a person whose blood 

contro! up to half the blood donated by family tests HIV negative does in fact have 


members is HIV infected and has to be HIV. This is usually because of the 
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indow period’. HIV tests do not 

tect HIV itself but antibodies 
roduced by the immune system in 

sponse to infection with the virus. 
Owever, it can take up to three 
onths for these antibodies to be 
roduced. 

During the window period an HIV 
ntibody test will produce a negative 
sult even though HIV is present in 

e blood and may be transmitted. It is 
herefore very important for anyone 
ho has had possibly risky activity 
uring the past three months to be 
dvised not to give blood. 

HIV test kits used by blood 
tollection services must be of high 
juality and the instructions followed 
»xactly. The test used depends on local 
nospital or national recommendations 
but it needs to identify all possible HIV 
nfections. This means that the test 
must be highly sensitive, meaning that it 
nas a low number of false negatives 
blood testing negative which is in fact 
Dositive). 

If a blood bank is testing at least 40 
blood samples each day an ELISA test 
will be the most cost effective. If less 
than 40 blood samples are tested a 
-eliable simple/rapid HIV assay will be 
nore cost effective than an ELISA test. 

However, highly sensitive tests can 
>roduce false positive results (blood 
testing positive which is in fact 
negative). Therefore a positive result 
does not necessarily mean that the 
person is infected with HIV. 

People should not be informed of 
their results after only one positive test 


What is hepatitis B? 


REDUCING HIV TRANSMISSION 


result. A second blood sample must 
be tested. Ideally the test needs to be 
a different test. It does not need to be 
a Western blot test but should be 
done independently of the first test 
and accurately checked. 

People should be informed of their 
HIV infection only if the results of both 
tests are positive, and if counselling 
and follow-up support are available. 


Reducing blood transfusions 
Despite rigorous HIV screening 
procedures, a few infected blood units 
may go undetected. It is important to 
reduce the number of transfusions to 
the minimum, to keep the risk of 
infecting patients as low as possible 
and to save costs and blood product 
use. 

Blood transfusion guidelines can 
help prevent over-use of blood 
products. For example, in rural 
Tanzania, staff at district, mission and 
referral hospitals were trained to use 
guidelines including: 
® precise indications for prescribing 

transfusions to children, pregnant 

women and other adults with 
severe anaemia; to patients with 
acute blood loss; and during, before 
and after operations 

®@ using blood substitutes where 
possible such as saline, for example 
to replace the amount of fluid in 
circulation after a haemorrhage 

® using the patient’s pre-collected 
own blood when surgery is planned 

®@ not using a single unit transfusion of 
blood as a ‘tonic’ (often used for 


All blood should be screened for hepatitis B, a viral illness which can affect the liver. 
The infection can be symptomless, but tiredness, yellowing of skin and eyes and loss of 
appetite are common. Most people recover completely from the early acute infection 
without treatment, but 10 per cent develop chronic hepatitis, remain infectious to 
others and may develop liver disease which can lead to death. 

The virus can be spread by saliva as well as other body fluids. Common 
transmission routes are: from an infected mother to her baby before or during birth; 
during unprotected sex with an infected partner; through an infected blood 
transfusion; through intimate contact with an infected person, such as through sharing 
toothbrushes or razors; and by contaminated injecting equipment. 

A blood test is the only way to know if someone is infected with hepatitis B. 
People carrying the virus need education about caring for themselves, such as limiting 
their intake of alcohol, and preventing transmission by not sharing toothbrushes or 
razors, and having safer sex. In some countries children are now routinely vaccinated 


against hepatitis B, as well as close family 
Blood may also screened for hepatitis 


members of people with chronic hepatitis. 
C,a more recently discovered form of 


the virus which is transmitted mainly by blood and causes chronic disease in most 


people infected. 
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The risk of transfusing HIV-infected 
blood must be kept to a minimum. 


‘topping up’ blood when someone is 
weak from anaemia or after an 
operation). 

The project also recommends the 

following strategies: 

™ setting up a blood transfusion 
committee to monitor blood use 

®@ regular continuing education and 
supervision on using guidelines 

® clinic meetings where blood 
transfusions can be discussed by 
staff 

®@ ensuring that staff provide clear 
reasons when prescribing blood 
transfusions on a request form. 
Most importantly, illnesses and 

conditions requiring blood transfusions 

need to be better prevented. In 

developing countries most blood 

transfusions are given to children and 

women for anaemia or pregnancy 

complications. Community health care 

programmes need to provide 

treatment for malaria and worms for 

pregnant women and vulnerable 

children, and to improve nutrition, 


water supply and sanitation. 

With thanks to Dr Jean Emmanuel, Chief, Blood 
Safety Unit WHO; Dr Robert Beal, Interim Director, 
Blood Dept, IFRCRC; Mr David Mvere, Technical 
Director, RK Shamu, National BloodTransfusion 
Service, Zimbabwe; Dr Zarina Bharucha, Head, Dept 
Transfusion Medicine,Tata Memorial Hospital, 
Bombay, India. 


Source for Reducing blood transfusions: 


TANESA Project, 


PO Box 434, Mwanza, Tanzania. 


EDUCATION AND COUNSELLING 


Fears about giving blood 


‘’m worried that 
my test results for 
HIV or syphilis will 
be made public.’ 


Good systems of confidentiality need 
to be developed and clearly explained 
to donors. 


‘I’m scared of being 
infected with HIV 
while giving blood.’ 


There is no risk of infection because a 
new needle and syringe are used for 
each person. 


‘’m worried that 
giving blood causes 
physical weakness 
or infertility. 


Many donors have given blood over 50 
times, up to four times a year, without 
any harm to their health. 


‘I can’t give blood 
because | think I’m 
anaemic, 


Before taking blood, a simple test is 
performed on a drop of blood taken 
from a finger prick to find out if the 
person is anaemic. 


‘| hate needles’ 


A local anaesthetic is applied to the 
skin to make sure that giving blood is 
not painful, and the donor does not 
have to watch the procedure. 


‘It’s too inconvenient 
and I’m too busy’ 


Giving blood can mean life itself for a 
patient, and even the busiest people 
find time to donate. 


Adapted from Fiji Red Cross leaflet. 


Safe blood and 


Education and counselling for 
donors not only contribute to 
making the blood supply safe, 
but also to promoting safer 
sexual behaviour. 


Public education 

Basic information is provided in 
leaflets, newspaper articles and 
television or radio advertisements. 
Donors can be recruited during 
campaigns or talks at church groups 
or schools. Messages should 
emphasise the positive reasons for 
giving blood, including stories about 
lives saved with blood transfusions. 
Education should also highlight the 
serious need for people to be 
responsible donors who do not put 
patients at risk of HIV or other 
infections. 


Before donating blood 

When people come to the blood 

collection centre or mobile van, it is 

helpful to give a talk or show a video 

to small groups about the counselling 

and blood collection process. 
The key messages are: 

@ what happens when you decide to 
give blood 

@ why regular safe donations are 
needed 

® your donated blood is tested for 
HIV and other infections 

®@ basic facts about HIV and HIV 
prevention 

®@ your confidentiality is guaranteed 

@ the importance of deciding not to 
donate blood if you think you may 
have HIV or another infection (self- 
exclusion) 

® where to go for counselling and 
HIV testing, if you wish. 


One-to-one counselling 

Ideally each potential donor should 
have a one-to-one talk with a trained 
health worker before blood is 
collected. Staff need to be able to 
provide accurate information, ask and 
answer questions sensitively, and refer 


people to other sources of support. 

People wanting to give blood may 
not have seriously considered that they 
may have HIV infection. However, it is 
also very important that people are 
discouraged from using blood services 
as testing centres. The counsellor or 
nurse should check that the person 
understands how HIV can be 
transmitted and explain which tests 
will be done and why, and what the 
window period is (see page 3). He or 
she should also explain that blood may 
not be used for a number of health 
reasons, including anaemia or syphilis, 
which can be cured. 

Donors need to know why personal 
questions, for example about their 
sexual activity and injecting drug use, 
are necessary. Discussing these issues 
helps people to decide whether they 
should donate blood or if they should 
exclude themselves because they may 
have been at risk of HIV. 

The Namibian transfusion service 
found that potential donors had 
difficulty filling in a ‘self-exclusion’ 
questionnaire on their own. Now a 
trained nurse goes through it with 
each person and answers any 
questions. The questionnaire lists 
activities which exclude the person 
from donating blood, such as ear and 
skin piercing, tattoos or traditional 
skin incisions, any past sexually 
transmitted infection or common HIV- 
related symptoms such as night sweat, 
swollen glands or persistent diarrhoea. 

In Honduras the Red Cross 
National Blood Programme provides 
pre-test counselling for voluntary 
blood donors. Leaflets contain 
information about HIV and the 
importance of not donating if the 
person has engaged in activities 
associated with high risk of infection. 

Each potential donor is asked to 
read the brochure. A nurse 
encourages questions and checks that 
the information has been understood. 
The nurse then asks specific questions 
about sexual behaviour such as all 
forms of unprotected sex including sex 
with other men and any history of 
sexually transmitted diseases. When 
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safer sex 


information for blood donors 


@ Your name will not be used at the blood bank. we A we use your mother's 


unmarried name, your birthplace and your date of 


irth. 


@ You will be given a code number which is used on all your records and blood 


samples. 


@ You will be asked some questions about your health to make sure that giving blood 


will not harm you. 


@ You will be asked questions about your private life to ensure that our test results 


are accurate. 


@ A sample of your blood will be taken by finger pricking and tested to make sure 
you have enough blood to spare for a donation. 

@ If so, we will draw your blood. Afterwards we will ask you to rest for a few 
minutes, take some refreshment to replace the fluids you have lost and take some 
iron pills to help your body replace the donated blood quickly. 

@ The blood you have donated will be tested for hepatitis and HIV viruses. 

@ The results of these tests will be available to you (and no-one else) in two weeks if 


you choose to know them. 


Please do not give blood if: 


@ in the last six months you have had sex with someone other than your regular 


partner; or 
@ in the last year you have had: 


i) an injection except at a hospital or clinic 
ii) skin scarring or cutting by a traditional healer 


iii) a surgical operation; or 


@ you have ever had hepatitis (jaundice causing yellow coloured eyes) 
@ you are pregnant, have had malaria or a sexually transmitted infection. 


Please do: 


@ if you have given blood before and it has been found safe 
@ when three months have passed since your last donation. 


Adapted from er Blood Transfusion Service information leaflet 


this counselling session was introduced 
in 1991, HIV prevalence among blood 
donors dropped from 0.38 per cent in 
1990 to 0.19 per cent a year later, even 
though overall numbers of Hondurans 
with HIV continued to increase. 

If they do give blood, donors also 
need to decide whether they wish to 
know their HIV test results. However, 
as explained on page 3, this option 
should only be given if a second test is 
possible, and counselling and support 
services are available. 


After donating blooc 

It is very difficult for many blood 

transfusion services to provide post- 

donation counselling for people with 

positive test results. If HIV counselling 
and care or treatment services are not 


referral links can be set up with 
existing counselling organisations (see 
page 6). 

Negative donors are sent 
newsletters and invited to donate 
again, or to join a blood donor 
association. This provides an 
excellent opportunity to reinforce 
education they received before 
donating blood. It encourages them 
to become regular donors, as well as 
talk to others about safer sex and 
safe blood. 


With thanks to Dr E Vinelli, Medical Director, 
National Blood Programme, Cruz Roja 
Hondureha; Mr D Mvere, Technical Director, 
National Blood Transfusion Service, Zimbabwe; 
Dr § Kalibala, UNAIDS; Dr Y Sliep; Dr Chaive; 
Nuchprayoon, Director, National Blood Centre, 
Thai Red Cross Society. 


European Commission 1995, Safe blood in 


Keeping up commitment 


Zimbabwe's National Blood Transfusion 
Service found that school students, 
aged |6 years and over, have low levels 
of HIV infection. 

Basic education is provided through 
school talks, where students are invited 
to give blood at mobile blood collection 
vans. Each year, a shield is awarded to the 
school in each region providing the most 
donors. Students are also recruited from 
some schools to be peer promoters, 
trained in blood donation education, and 
involved in designing educational 
materials and approaches. In these 
schools, recruitment has doubled and 
students are also more likely to continue 
giving blood. 

School students now contribute about 
65 per cent of the country’s blood supply. 
However, staff are aware that new HIV 
infections may be common even in 
groups with lower prevalence levels of 
HIV. For example, in some areas the 
number of school-age girls with HIV is 
increasing very rapidly. 


Staying safer 

Analysis of blood donor information 
shows that adult donors who return to 
give blood and receive counselling are 
less likely to have blood-borne infections 
than first time donors. People who have 
already donated safe blood need to be 
encouraged to donate regularly, and to 
remain HIV negative. 

Zimbabwe's blood service targets 
school leavers, by inviting them to 
register for attendance at regular blood 
collection sessions in local community 
centres. School leaver donors have 
tripled since the programme started in 
1993, and analysis shows that they 
continue to have low levels of HIV. 

Some students set up the ‘Pledge 25’ 
Club in 1994 where school leavers 
promise to donate blood 25 times in 
their lives and try to remain HIV negative 
in order to be able to do that. Members 
of the Pledge 25 Club and peer 
promoters celebrate a national Youth 
Donors Day in December each year, 
where many new blood donors are 
recruited. 

In Zimbabwe, badges, caps, scarves 
and plaques are awarded to regular adult 
donors. Special occasions are held where 
people who have donated for long 
periods are honoured. Press coverage of 
these events often motivates other 
people to give blood. Regular donors also 
have a key role to play as educators and 


available, people should not be 


informed of their results However. role models in their communities. 
1 e ’ 


developing countries: the lessons from Uganda. 
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Testing positive 


Providing counselling for donors who test HIV positive poses key 
challenges for blood services and counselling groups. 


§ deally, people who may be HIV 

B positive should be encouraged not to 
give blood. However, if the person 
decides to give blood, they should be 
given the option of knowing their 
results. 

They should only be informed if two 
test results are positive and follow-up 
counselling and support are available. 
After talking with a counsellor, people 
may decide not to give blood but may 
also want to be referred for an HIV 
test. Many blood services are trying to 
link up with NGOs and hospital 
counselling services. 

In 1993, Zimbabwe's blood service 
reviewed its notification systems after 
some donors expressed anxieties 
about confidentiality, especially in 
relation to HIV, and numbers of adult 
donors were declining. In the past, 
people were referred to their doctors, 
but many donors either did not have a 
doctor or were reluctant to discuss 
HIV or syphilis infection with them. 

Now, donors with positive test 
results for HIV, syphilis or hepatitis are 
informed by mail that they have an 
unspecified infection, but are offered 
counselling and follow-up at an 
organisation or doctor of their choice 
(who are also sent letters explaining 
the situation). 

However, NGOs which provide 


! encouraging head teachers or 
employers to allow enough time for 
pre-donation education and 
counselling, and post-donation 
counselling and support 
educating the blood service staff, head 
teachers and employers about HIV to 
make sure that confidentiality is 
respected and discrimination does not 
occur 


organising adequate pre-donation 
counselling before taking blood, to 
help people decide not to give blood if 
they have engaged in risky activities, 


counselling have difficulties in following 
up donors. In Zimbabwe some NGOs 
reported that less than half of the 
people referred to them came for 
counselling. Common reasons 
included: people’s unwillingness to go 
to the local ‘AIDS centre’; fears about 
which infection they had, or that they 
had HIV; worries about being referred 
to a counsellor whom they already 
knew personally; difficulties in 
travelling to the counselling centre 
during its opening hours; and problems 
with the postal service. 

HIV counselling services often 
receive referrals for other blood 
infections, such as syphilis or hepatitis, 
but counsellors may not have enough 
information on these illnesses. 


Young donors 
In many countries school age donors 
are recruited because they are at low 
risk. It may be best only to recruit 
students who are legally adults, who 
therefore can consent to being tested 
and to receiving their test results 
without their parents’ permission. 
Some blood services invite parents 
to approve the participation of their 
children, although there is still debate 
about whether to involve parents in 
counselling if the young person tests 
HIV positive. It may be more difficult 


or to encourage them to return for 
counselling if they are notified of 
possible positive results 

ensuring that, if the first HIV test is 
positive, a second test is carried out 
and is positive, before informing 
someone that they have HIV 

making sure that referral information 
is passed to the counselling service 
before it is mailed to the donor so that 
the counsellor has full information and 
time to prepare 

making sure that the donor 
information contains information 
about the advantages of knowing 
results. 


to confidentially inform and support 
young people who test HIV positive, 
especially if they are at school, and if 
other students are becoming regular 
donors. 


Counselling services and blood 


transfusion centres need to have a 
policy on recruiting young donors, and 
counselling them if they are diagnosed 
HIV positive. 


Other HIV testing options 
Individuals who are worried that they 
have HIV often use blood collection 
services in order to find out their HIV 
status, rather than to donate blood. 
This increases the risk of an unsafe 
blood supply. Independent counselling 
and testing services help the blood 
supply to become safer, by making sure 
that people who want an HIV test can 
obtain one. 

With thanks to Dr S Kalibala, 
UNAIDS and Mr David Mvere, 
NBTS, Zimbabwe. 


Effective counselling 


— 
' 


Wherever possible, the same person 
should do the pre-donation and post- 
donation counselling, before referring. 


I Pre-donation counselling should 


include talking about what it means for 
a person to know their HIV status. 


@ Blood donors should know that they 


will be referred if their blood cannot 
be used, because of other infections, 
malaria or anaemia and not only HIV. 


B® Counsellors need information about 


infections such as hepatitis and syphilis, 
in local languages, and to know where 
to refer people for treatment. 

Donors need to understand the 
meaning of an unclear or false positive 
result. 
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This training exercise aims to help 
counsellors think about the 
importance of trust and what might 
happen if someone's test results are 
made public. 

People’s greatest concern about 
giving blood is that their confidentiality 
will be broken. Confidentiality is 
essential both to protect people’s 
privacy and help them to feel safe 
about discussing their personal 
experiences. 


I Introduce the exercise by raising the 
issue of confidentiality. Remind the 
group that people feel more able to 
discuss personal issues and feelings if 
they trust that the counsellor will not 
tell anyone else without their 
permission. 


2 Split the group into pairs. Ask each 
person to think of someone they trust 
and write down ten words describing 
them, such as friendly, close, and 
honest. 


TRAINING ACTIVITIES 


Towards better counselling 


‘ ead A 


3 Ask each pair to read out their words 
to the larger group and write them on 
a large sheet of paper, noting common 
words. 


4 Split the group into smaller groups of 
three or four people to discuss the 
following questions: 

What do you need to say and do when 
you are counselling someone to help 
them have confidence in you? What do 
you need to do to enable them to keep 
trusting you? What might happen when 
confidentiality is broken? What are the 
benefits of maintaining confidentiality? 
Invite one person from each small 
group to report back to everyone. 


5 Then give each small group a 
situation (two examples below), and 
ask them to discuss their reactions and 
feelings about being in that position. 


You have been diagnosed with HIV. During 
counselling the counsellor promised that 
he was not going to tell anyone about your 
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diagnosis without your consent. Three days 
later you receive a phone call from a 
friend who wanted to confirm the news 
that you had HIV. Your friend has heard 
this from your counsellor. 


You work in a factory and the blood 
collection team arrives.While you are 
doing the questionnaire you mention to 
the nurse that you were treated for a 
sexually transmitted infection four months 
ago. Your blood is not collected. Later a 
friend mentions to you that the person 
next in the blood donation queue saw 
your form and is telling all your work 
colleagues that you have AIDS. 

Is this situation likely to happen? Why 
might it happen? How would it make 
you feel? What would you do or 

say in that situation? As counsellors, 
how would you prevent it from 
happening? 

Source: Mr T R Makoni, National 
Blood Donor Counselling 
Co-ordinator, NBTS Zimbabwe. 


This activity helps counsellors to think 
about how they handle risk in their 
own lives, and increase their 
understanding of why other people 
take risks and their feelings about this. 
Before deciding to take an HIV test 
people need time to think about what 
it may mean to discover they have HIV. 
Many people feel anxious about 
discussing their personal risk of HIV 
(often for the first time) and are 
worried about being judged. 


I Invite participants to consider the 
following on their own for a few 
minutes: 

Think back on your own life and identify 
any occasion when you took a risk — 
related to sex and relationships, to work 
or to money, for example. It may have 
been a small risk or a big one that was 
very important to you at the time.’ 
—What factors influenced your 


decision to take a risk? 

—What were your feelings at the time? 
—What was the result of taking that 
risk? 

— Do you generally take risks? 

— How do you view risk taking in 
others? How does risk taking among 
your friends affect you? 

— How does this affect your attitude 
towards the risk of HIV? 


It may be useful to write these 
questions down. 


2 After a few minutes ask everyone to 
choose a partner and share as much of 
their situation as they wish. Each 
person should talk for a few minutes 
and then listen to the partner's story. 


3 Invite everyone to join the full 
circle. Encourage them to explore 
links between how people deal with 
risk and ways in which it may affect 
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their responses to HIV/AIDS. 


It may be useful to make the following 
points: 

—We often feel that it is all right to 
take risks if they turn out well. But we 
tend to blame others if they take risks 
and things go wrong. 

—We are generally much less harsh in 
judging ourselves than we are in 
judging others. Is this fair? 

—~We are all taking risks all the time. 


4 Then invite people to link this 
discussion with their counselling work. 
How can they introduce the subject of 
risky sexual behaviour without being 
judgemental? How can this be linked to 
information about safer sex and 
reducing the risk of HIV infection? 


Source: Working with uncertainty, 
published by FPA England. 


Ce i iim 


One world? 

‘One world, one hope’, this year's 
theme for World AIDS Day, 

December |, was also the key message 
for participants at the IX International 
Conference on HIV and AIDS, held in 
Vancouver, Canada in July. 

Presentations revealed the extent to 
which we are living in a divided world, 
highlighting the great gulf between 
people living with HIV in high income 
countries and those in poorer 
countries. Over 90 per cent of people 
living with HIV are in developing 
countries, which receive only 8 per 
cent of global spending on AIDS. 
Sessions also showed how HIV follows 
discrimination and inequality within 
countries — everywhere people in 
poverty are most affected, and have 
least access to care. 

However, participants from Africa, 
Asia and Latin America felt that some 
of their key priorities were being 
discussed. Some successes should give 
encouragement to AIDS Action readers. 
Researchers in countries such as 
Uganda and Thailand, where there are 
vigorous community-based and 
government prevention campaigns, 
announced that the rate of HIV 
transmission is slowing down. 
Behaviour change and prevention 
messages are slowly getting through, 


and there is greater commitment to 
policy change and building more 
supportive economic and social 
environments. 

Scientists have found out more 
about how the virus works, which 
has led to major developments in 
anti-viral drug therapy. There is now 
proof that taking a combination of 
different types of anti-viral drugs 
keeps people healthy for longer and 
reduces viral reproduction. However, 
these drugs are still in development, 
and are beyond the reach of most 
people — costing US$15,000 per 
person annually. It is still unclear 
whether HIV will become resistant to 
combination therapies over time, 
especially if not taken regularly. There 
are also some interactions with other 
drugs used to treat HIV-related 
infections which need careful 
management. 

The research has raised many 
questions as well as some answers, 
and there is still no cure for AIDS. 
The main emphasis still needs to be 
on challenging inequalities within 
and between countries, and making 
sure that everyone has access to 
essential medicines and care, as 
well as preventive education and 
social support. 


Counselling for HIV/AIDS: a key to caring covers counselling service 
management and policy issues for planners and managers. 

Source book for HIV/AIDS counselling training provides guidelines for 
developing training courses and participatory activities. Single copies of both books 
in English available free from UNAIDS Information Centre, clo WHO, 1211 Geneva 27, 


Switzerland. 


Guidelines for blood donor counselling on human immunodeficiency 
virus (HIV) explains how to integrate donor selection, risk assessment and HIV 
counselling into blood donor programmes, for programme planners and staff. 
Single copies in English, French and Spanish available free from International Federation 
of Red Cross and Red Crescent Societies, PO Box 372, CH 1211 Geneva | 9, 


Switzerland or WHO (see below). 


Safe blood and blood products is a distance learning course (five manuals) 
containing guidelines for managing safe blood transfusion and donation (WHO/ 
GPA/CNP/93. Available in English (order no 1930050) for Sw.fr.84/US$60 (developing 
countries) or Sw.fr.120/US$84 from WHO/DST, 1211 Geneva 27, Switzerland. 


New resources 


TB/HIV: a clinical manual is a clinical management guide for clinicians in 


AIDS Action is published quarterly in seven 
editions in English, French, Portuguese and 
Spanish. 

It has a worldwide circulation of 175,000. 


The original edition of AIDS Action is produced and — 
distributed by AHRTAG. ’ 
In al edition 

Executive editor Nel Druce 

Assistant editor Sian Long 

Design and production Joanna Finn 


Editorial advisory 


group 

CalleAlmedal 

Kathy Attawell 

Nina Castillo 

Dr Kevin De Cock 
Professor E M Essien 
Theresa Kaijage 

Dr Sam Kalibala 
Ashok Row Kavi 

Dr Ute Kupper 

Dr Tuti Parwati Merati 
Dr Garcia Moreno 

Dr Chandra Mouli 
Prof Anthony Pinching 
Dr Peter Poore 

Dr Eric van Praag 
BarbaraWallace 

Dr MichaelWolff 


Publishing partners 

ABIA (Brazil) 

Colectivo Sol (Mexico) 

ENDA (Senegal) 

HAIN (The Philippines) 

SANASO Secretariat (Zimbabwe) 
Consultants based at University Eduardo 
Mondlane (Mozambique) 


AHRTAG’s AIDS programme is supported 
by CAFOD, Charity Projects, Christian Aid, 
FINNIDA, HIVOS, ICCO, Memisa Medicus Mundi, — 
Misereor, Norwegian Red Cross, ODA, Oxfam, 
Save the Children Fund, SIDA 


SUBSCRIPTION DETAILS 
If you would like to be put on the mailing list to 
receive AIDSAction, please write with details about 
your work to: : 
AHRTAG 
Farringdon Point, 29-35 Farringdon Road 
London ECIM 3}B, UK. : 
Telephone +44 171 242 0606 
Fax +44 171 242 0041 
E-mail ahrtag@gn.apc.org 
http://www.poptel.org.uk/ahrtag/ 
Annual subscription charges 
Free Readers in developing countries 

and students from developing countries 
£6 Other students 
£12/$24 Individuals elsewhere 
£24/$48 Institutions elsewhere 
AHRTAG encourages the reproduction of articles 
in this newsletter for non-profit making and 
educational uses. Please clearly credit AIDSAction/ 
AHRTAG as the source and, if possible, send us a 
copy of the reprinted article. 
AHRTAG is committed to strengthening primary ! 
health care and community-based rehabilitation in 
the South by maximising the use and impact of 
information, providing training and resources, and 


resource-poor countries. Available for Sw.fr. 12/US$| actively supporting the capacity building of 
from WHO (as above). f rane developing countries partner organisations, 

Starting the discussion: strategies for making sex safer is based on the ae aes wags 

popular series Let's Teach about AIDS. and provides guidelines for participatory feiisechs depres pha 

education on HIV, gender and relationships. Available free to readers in developing ISSN 0953-0096 q 
countries and for £5/US$10 to readers elsewhere from AHRTAG. Published by Md 


AHRTAG 


8. AIDS ACTION Issue 34 September—November 1996 


MATERIAL ON HIV/AIDS 


SENT BY 


MEDICAL MISSION INSTITUTE 
AIDS AND INTERNATIONAL HEALTH DEPARTMENT 
SALVATORSTR. 22 
D-97074 WURZBURG 


GERMANY 


vee ‘i, Saat) te Sey, 


7 


eS) 


4» hoe found cute 


oty 


n¢ Biss 


» 


+ chat, the: WY: oe 
eT <: ~ ys ; 


ans sar Mate, PA ¥ 


were wae) see, 


noe ae saa 


sue 30 
inuary - 
arch 
196 


PECIAL ISSUE 
WV and TB 


B prevention 
nd treatment 


IV and TB links 


ducation and 
aining 


urrent issues: 


| drug resistance 
} preventive TB 
therapy 


dublished by 


HAIN 


jeaith Action information 
Network PHILIPPINES 


AHRTAG 


propriate Health Resources 
Technologies Action Group 


AKAP 


affects the lungs — thi 
called pulmonary B 
Sometimes the TB germ 
enter the bloodstream and 
spread to other organs in the 
body — this is called extra 
pulmonary TB. Pulmonary 
TB is much more common 
than extra pulmonary TB 

When a person 
exposed to TB germs an 
becomes infected, they have 
TB infection (or latent TB 
Sometimes the infection 
progresses to TB disease (tu- 
berculosis, active tubercuio- 
Sis or active disease) 
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Community education programmes are needed to reduce discrimination — 
for both TB and HIV infection. 


third of the world’s population is infected with 
~~ tuberculosis (TB). Every year three million 

people die from TB, mostly in developing 
countries where it kills one in five adults. Despite 
the development of effective anti-tuberculosis drugs, 
TB causes more deaths than any other infectious 
disease. It is now one of the main causes of death 
in people with HIV infection and, since the 
mid-1980s, has increased dramatically in 
developing and industrialised countries. Like HIV, 
having TB is associated with poverty and often 
results in discrimination and stigma, and abuse of 
human rights 

But TB can be cured. With correct treat- 
ment, people with TB — including those who also 
have HIV infection — are no longer infectious after 
two to three weeks and almost all are cured after 
taking appropriate drugs for at least six months 
Without treatment more than half of those with TB 
are likely to die. Proper treatment also prevents the 
spread of TB because it makes people 
non-infectious 


What is TB? 
Tuberculosis is usually caused by infection with the 
bacillus Mycobacterium tuberculosis. TB normally 


Once infected with TB a person remain 
infected for the rest of their life. But most peoo 
do not become ill with TB disease and infectiou 
to others. A healthy immune system can stop tn 
germs from multiplying enough to cause ilIness 
But the TB germs may continue to multiply and 
destroy the lung tissues, leading to active TB dis- 
ease. particularly if a person is in poor health. o 
has HIV infection 

The symptoms of pulmonary TB disease 
are cough for more than three weeks (sometimes 
with bloody sputum) and chest pain Exhaustion 
night sweats, fever and weight loss are symptoms 
of both pulmonary and extra pulmonary TB 

Active pulmonary TB is the only fort 
the disease which is infectious, spreading from 
person to person via the air The lungs of a person 
with active disease develop cavities (Spaces) W hich 
are full of TB germs. When the person cougns OF 
sneezes, large numbers of TB germs trom th 
lungs are sprayed into the air in tiny droplets. Fam- 
ily, friends and health workers who have CiOse 
contact with a person who has infectious TB are 
at areatest risk. TB spreads most easily 
ovel -crowded and badly ventilated piaces 


onnDod w 


+ af 


TB AND HIV 


Continued from page 1 


Sputum smear tests are used to 
find out if a person has active TB and is 
infectious. A positive sputum smear test 
means that a person is coughing up TB 
germs and should be treated 


A growing crisis 

WHO has predicted a global TB 
epidemic, causing 30 million deaths 
during the 1990s. The number of new TB 
cases worldwide each year is expected 
to increase from around seven million in 
1990 to over ten million by 2000. There 
are two main reasons why TB is a 
growing problem: neglect of TB 
programmes and the spread of HIV. 

Effective TB control requires a 
properly functioning health service with 
good management, diagnostic facilities, 
trained staff and regular drug supplies 
including reserve stocks. But financing 
TB programmes has not been a priority. 

There has also been little 
community education to tell people about 
TB symptoms, reduce discrimination and 
to encourage them to seek treatment. 

In some places there has always 
been a stigma attached to TB. People 
risk losing their jobs and housing if it 
becomes known that they have TB. The 
Stigma and stress may be worse for 
women. In some cultures, having TB may 
make it difficult to find a husband or result 
in divorce. Links between HIV and TB are 
worsening the stigma. 

Worldwide the number of people 
infected with both HIV and TB is rising 
and will reach four million by the year 
2000. About half of TB patients in sub- 
Saharan Africa are also infected with HIV. 
In Tanzania, TB cases doubled between 
1983 and 1991, a third of them related to 
HIV. In Asia, TB is already one of the 
most important life threatening 
Opportunistic infections associated with 
HIV. In Europe and North America the 
rise in TB cases since the mid-1980s is 
due partly to HIV, but also to other factors 
such as increasing homelessness and 
poverty, and worsening public health 
systems 


How do TB and H1V interact? 


HIV and TB interact in several ways in individuals: 


Reactivation of latent infection People who are infected with both TB and HIV are 25-30 times 
more likely to develop TB disease than people infected only with TB. This is because HIV stops 
the immune system working effectively and TB germs are able to multiply rapidly. In developing 
countries where many people are infected with TB and HIV, HIV-associated TB disease is very 


common. 


Primary infection New TB infection in people with HIV can progress to active disease very 
quickly. In the USA active TB disease in two-thirds of people with both infections is due to recent 
infection rather than reactivation of latent infection. People with HIV are at risk of being newly 
infected if they are exposed to TB germs because their weakened immune system makes them 
more vulnerable. : 


~*~ 


Recurring infection People with HIV who have been cured of TB may be more at risk of 
developing TB again. However it is not clear whether this is because of reinfection or relapse. 


Inthe community there are more new cases of active TB because more people infected with TB 
develop active disease, and those newly infected become ill faster. This means that there are 
more people in the community who are infectious to others. 

Larger numbers of people with active disease means that more people will die from TB 
unless they are treated. Tuberculosis is now one of the leading causes of death in people infected 
with HIV. In Abidjan, Céte d'Ivoire, for example, a third of people with AIDS are thought to have 
died from TB. But TB mortality is only higher in people with HIV if it is untreated. HIV-associated 
TB can be treated effectively if people are diagnosed early and given proper treatment. 

The association of TB with HIV means that people suffer additional discrimination. If a 
young adult develops TB other people may assume that they also have HIV. Health workers need 
to respect the confidentiality of TB patients in the same way as that of people with HIV, while also 
ensuring that communities and families know how to prevent its spread. TB in people with HIV is 
no more infectious than TB in people who do not have HIV. 

Community education is needed to increase awareness that TB is curable and, most 
important, that people are no longer infectious after the first few weeks of treatment. It is essential 
to tackle the stigma and fear associated with both TB and HIV. 


Number of people developing active TB 1990 - 1993* 


Rates (per 100,000) 
@ > 100 

WE 25 to 100 

LJ <25 


[_] No information 


Source: WHO, Weekly Epidemiological Record, 1995. 70, 73-80 


“Average notification rates of new and relapsed TB cases 
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Principles of TB control 23 


Proper detection and treatment 
People can only spread TB to others when 
they nave active TB disease. The key to 
TB care and prevention is to identify 
people who are infectious and to provide 
prompt and effective treatment to make 
them non- infectious and cure them 


Case finding should prioritise identifying 
people with smear positive active TB 
because they are the most important 
source of infection in the community. 
Passive case finding means diagnosing 
infectious smear positive people who 
come to health facilities with symptoms 
of TB 

Active case finding means trying to 
reach all those in a community who may 
have infectious TB disease. It is important 
to check children under five in a patient's 
family. However, in general active case 
finding is more expensive than passive 
case finding and studies have shown that 
fewer people may complete treatment. 


BCG vaccination protects children 
against TB disease in childhood. 


Treatment and supervision 
Anti-tuberculosis drug treatment is 95 per 
cent effective only when it is used 
corregtly, so it is most important that TB 
patients complete their treatment. The 
treatment is based on a combination of 
drugs taken for at least six months, in two 
phases: an initial phase and a 
continuation phase. The combination of 
drugs varies as does the length of 
treatment. 

People may find it difficult to take 
anti-tuberculosis drugs for a long period 
of time. But they can be helped by a well 
supervised programme and use of DOT 
(directly observed therapy) which means 
watching the person take their drugs. It 
is especially important that patients take 
their treatment during the initial phase to 
make them non-infectious. 


BCG vaccination 

BCG vaccine protects children against the 
most severe and life-threatening forms of 
TB disease in childhood, such as 
tuberculous meningitis. BCG does not 
reduce the risk of being infected with TB, 
and its impact on.preventing pulmonary 
disease is limited. So BCG has a very 
restricted role in TB control because it 
does not prevent transmission of infection 
in the community. 

BCG vaccination should be given 
to young children as early in life as poss- 
ible, preferably immediately after birth. 
The only exception is if the mother is 
sputum smear positive when the baby is 
born. In this situation the infant should be 
given preventive therapy for six months. 
At six months a tuberculin test should be 
done. If it is negative BCG vaccination 
should be given. 

Giving BCG vaccine to 
HIV-positive infants may increase 
complications or disseminated BCG 
disease (illness caused by the vaccine 
itself) in infants with severe 
immunodeficiency. However, the benefits 
of BCG vaccination outweigh the possible 
risks to HIV positive infants. Therefore 
BCG vaccine should be given to all 
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Women and TB 


TB is often more likely to be detected and 
treated in men than in women. Women and 
men may be equally affected but often 
fewer women seek treatment for reasons 
including 


@ lack of time because of work and family 
demands 


@ lack of money and transport 
@ the need to get permission or be accom- 


panied by a male member of the family to 
a health centre 


®@ stigma (some forms of TB can cause in- 
fertility) 
@ poor education which limits access to 


information about symptoms and treatment 
of active disease. 


@ lack of female health workers in cultures 
where female modesty is important 


TB programmes need to be more responsive 
to the needs of women if they are to 
successfully increase case finding and 
treatment. 


Source: Smith 1, and Hudelson P. personal 


communication. 


infants, including those who may be HIV 
positive, and only withheld from infants 
with symptomatic HIV disease. 


Preventive chemotherapy 
Preventive therapy (or chemoprophylaxis) 
means giving anti-tuberculosis drugs to 
an individual with TB infection (or at very 
high risk of being infected) to prevent 
progression to active disease. In 
developing countries preventive therapy 
is only usually recommended for young 
infants whose mothers have active 
pulmonary TB, and children under five 
who are living with a person with infectious 
TB. 

Chemoprophylaxis is also 
beneficial for individuals with HIV and TB 
infections, to preventing them from 
developing active TB disease. However 
there are still many unanswered 
questions, and providing preventive 
therapy is not a feasible option for most 
national TB programmes. 
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TB DIAGNOSIS 


Detection and diagnosis 


4 ealth workers should suspect TB if 


symptoms and history 


(unless non-pulmonary disease is 
suspected when immediate referral and 
treatment are very important). 

The main diagnostic tools are: 

® sputum smear microscopy 


patients present with the following 


Adults | 
® cough for more than three weeks @ culture of bacteria | 
® blood in the sputum ™@ tuberculin skin testing 
® chest pain for more than one month m™ chest radiography (x-ray) 
® increasing weakness and loss of 
weight Sputum smear microscopy 
® had TB in the past or previously Sputum smear microscopy is the most 


Children 


TB treatment should not be started on 
the basis of clinical symptoms alone 


treated for cough useful diagnostic tool in low income 


countries. Sputum examination is. 


cheaper, easier and more reliable than 
close contact with a smear positive taking x-rays, more reliable than 
case 

positive tuberculin test 

wasting — decrease in weight with no 
obvious reason 

two or more episodes of fever with no 
obvious cause such as malaria 


than culturing. Itis possible to detect most 
smear positive cases of pulmonary TB 
using sputum smear microscopic 
examination. 


The method of collection of the 
sputum is important. It should be 
produced away from other people, placed 


Definitions 
Sputum smear examination laboratory technique to screen sputum for TB, where acid 
fast bacilli (AFB) are stained red by the Zieh! Neelsen method, and then identified and 
counted using microscopy 
Smear positive TB at least two initial sputum smears positive for AFB or one AFB 
positive smear and one positive culture 
Smear negative TB at least three negative smears, but TB suggestive symptoms and 
x-ray abnormalities or positive culture 
Adherence person takes appropriate drug regimen for required time (also known as 
compliance) 
New case a patient with sputum positive pulmonary TB who has never had treatment for 
TB or has taken anti-TB drugs for less than 4 weeks 
Relapse a patient who returns smear positive having previously been treated for TB and 
declared cured after the completion of their treatment 
Failure case a patient who was initially smear positive who began treatment and who 
remained or became again smear positive at five months or later during the course of 
treatment 


Return after default a patient who returns, sputum smear positive, after having left 
treatment for at least two months 

Transfer in a patient recorded in another administrative area register and transferred into 
another area to continue treatment (treatment results should be reported to the district 
where the patient was initially registered) 

Transfer out a patient who has been transferred to another area register 

Cured initially smear positive patient who completed treatment and had negative smear 
result on at least two occasions (one at treatment completion) 

Treatment completed initially smear negative patient who received full course of 
treatment, or smear positive who completed treatment. with negative smear at end of 


initial phase, but no or only one negative smear during continuation, and none at 
treatment end. 


A AIDS ACTION Issue 30 January - March 1996 


tuberculin testing, and cheaper and easier 


in a tightly covered labelled container and 
delivered to the laboratory as soon as 
possible. If TB is suspected, ideally three 
sputum specimens should be collected 
within 24 hours: during the first 
consultation; by the person at home the 
next morning, and at the second 
consultation. 

®@ Two positive sputum smears are 
enough to confirm the diagnosis of TB. 

m@ If the first smear is positive and the 
second is negative (or vice versa), a 
third smear needs to be examined. 

@ If the first smear is positive and the 
person does not return for the second 
consultation they need to be followed 
up and encouraged to return. Without 
treatment they will infect others and 
their own condition will get worse. 

™ Health workers in areas without smear 
facilities need to look for clinical 
symptoms and history suggesting TB 
and refer the person to a health facility 
for screening. 

m One negative smear result is not 
enough to exclude a diagnosis of TB. 


Smear microscopy requires well- 
trained laboratory workers and 
well-maintained equipment. Poorly trained 
staff or inadequate equipment can lead 
to over-diagnosis of smear negative and 
under-diagnosis of smear positive cases. 
Sputum smear microscopy is also used 
to check cure, which is based on smear 
conversion from positive to negative. 


Culturing 

A specimen of sputum is sent to a 
specialised laboratory where TB bacilli, if 
they are present, can be ‘grown’ or 
cultured. Culturing is more sensitive than 
sputum smear microscopy but in many 
countries facilities and personnel are not 
available. It is also expensive and the 
results can take several weeks to come 
back. This delays confirmation of the 


diagnosis and starting treatment. Culturing - 


is therefore often inappropriate as a 
diagnostic tool but is used to test TB bacilli 
for drug resistance and sensitivity where 
a patient is not responding to treatment. 
Culturing is also used for sputum smear 


” Ms 
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negative cases where active TB is 
suspected 


Tuberculin skin testing 

Tuberculin skin testing, which measures 
the body's response to TB, is also less 
useful in clinical diagnosis, except in 
children. An individual can produce a 
positive tuberculin test result if they are 
infected with TB or have been vaccinated 
with BCG. The tuberculin test cannot 
reliably differentiate between TB infection 
and TB disease. The test may also give a 
‘false negative’ result if someone is 
infected with TB and HIV (see below). 


Chest radiography 

Chest radiography or x-ray is expensive 
and usually available only in hospitals. It 
is not the most reliable way of diagnosing 
TB, although it can be a useful supportive 
tool to help medical officers to diagnose 
smear negative TB. Chest abnormalities 
which show up on x-ray may be due to 
other conditions or previous TB disease. 
Relying on x-ray results can lead to 
over-diagnosis of TB and unnecessary 
drug treatment. But chest radiography 
may not detect the early stages of TB 
disease, and the signs of pulmonary TB 
(such as cavitations) usually seen on x-ray 
are less common in people with HIV. 


Detection and diagnosis of TB in 

people with HIV 

In most people in the early stages of HIV 

infection, symptoms of TB disease are the 

same as in people without HIV infection. 
In areas where many people have 

HIV infection, TB programmes should 

continue to focus on identifying infectious 

sputum smear positive cases through 
microscopy. However, diagnosis of TB in 

individual patients using the standard di- 

agnostic tools can be more difficult if 

they have advanced HIV infection. 

m HIV positive people with pulmonary TB 
may have a higher frequency of 
negative sputum smears. Confirming 
the diagnosis may require sputum 
culture. 

w The tuberculin skin test often fails to 
work in people who are HIV positive 
because it relies on measuring the 
response of a person's immune 
system. If the immune system has 


TB DIAGNOSIS: 
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Sputum smear microscopy is the best way to find out if a person has smear positive TB and 


is infectious to others. 


been damaged by HIV, it may not re- 
spond even though the person is in- 
fected with TB. HIV positive people 
with TB therefore have a higher 
frequency of false negative tuberculin 
skin test results. 

mw Chest radiography may be less useful 
in people with HIV because they have 
less cavitation. Cavities (spaces in the 
lungs) usually develop because the 
immune response to the TB bacilli 
leads to some destruction of lung 
tissue. In people with HIV, who do not 
have a fully functioning immune 
system, there is less tissue destruction 
and hence less lung cavitation. 

w Cases of extra-pulmonary TB seem to 
be more common in people who are 
co-infected. 

The health worker may suspect 

HIV infection because TB is difficult to 

diagnose, and the person is sick with other 

HIV-related infections. Offer confidential 

counselling and testing if available and 

appropriate. However, it is not necessary 
to know the person's HIV status 
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For people thought, or known to have, 
HIV with TB symptoms: 
m Screen for TB using sputum smear 
microscopy. 
w Ifthe result is positive start treatment. 
m If the smear result is negative but it is 
suspected that the patient has TB. 
sputum culture should be carried 
where feasible to confirm the 
diagnosis. 
m Give TB treatment to those with 
positive culture results. 
Alternatively, where culture cannot be 
done, treatment can be given to those 
judged by a doctor to have active TB on 
the basis of x-ray and clinical symptoms. 
Many HIV-infected smear negative 
patients thought to have TB in fact have 
other diseases. It is important to exclude 
the possibility of other infections before 
starting TB treatment. Usually this !s done 
by treating first with a regular antibiotic 
for two weeks, and repeating the smear 
tests at the end of the two weeks if the 
person still has symptoms lf smear 
positive, start anti-TB treatment, but refer 
if still smear negative 


S 


Treatment for TB 


supervise treatment regimens containing 
rifampicin 


oa oY 


The principles of treatment are 

® an appropriate combination of drugs 
to prevent development of resistance, 

® prescribed in the right dosage. 

® taken regularly by the patient under 
supervision; 

@ fora sufficient period of time. 
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Length of treatment Until recently the 
standard treatment regimen was 12-18 
months. However, people are not likely 
to complete such a long course of treat- 


&: 


Drugs The most commonly used first line 


anti-tuberculosis drugs are: isoniazid (H), 


rifampicin 
pyrazinamide (Z), streptomycin (S), and 
thiacetazone (T). Some of these drugs are 
available in combined preparations, for 
example isoniazid with rifampicin (RH) 


(R), ethambutol (E), 


and isoniazid with ethambutol (EH). 
Treatment regimens which contain both 


isoniazid and rifampicin are the most 


effective. Because rifampicin is such a 
useful anti-TB drug, its use in treating 
diseases other than TB should be 
carefully limited. It is important to 


Pregnant women and 
young infants 


Pregnant or breastfeeding women 
who have TB should be treated with 
short course chemotherapy, 
regardless of HIV status. 
Rifampicin, isoniazid, pyrazinamide, 
ethambutol are safe for use in 
pregnant women. 

Streptomycin should not be given to 
pregnant women as it may cause 
deafness in the baby. 


ment, which means they are not cured and 
continue to infect others in the commu- 
nity. Regimens can be shortened to 6-8 
months if they include rifampicin. These 
regimens are called Short Course Chemo- 
therapy (SCC). %. 
Since the late 1980s WHO has 
encouraged national TB programmes to 
introduce SCC regimens which include 
rifampicin. Because of financial 
constraints many developing countries 
are still using the old standard 12 month 
course. However, the drugs for the short 
treatment course are only a little more 
expensive. Successful completion of 
treatment is also higher and better cure 
rates are achieved. This means that SCC 
regimens are a better use of resources. 
Whatever regimen is used, making sure 
that the person takes the full course is 
essential. 


Treatment of people with smear positive 
TB should always include: 


an initial intensive phase - in this phase 
a combination of four drugs is given daily, 
to eliminate as many TB bacilli as possible 
and prevent the development of drug 


A young mother is treated for TB in her own 
home. 


be given by injection. This is more 
expensive and risks spreading HIV where 
it is difficult to guarantee proper 
sterilisation of needles and syringes. 
Thiacetazone is no longer recommended 
in areas where HIV infection is common 
because of side effects. 

Intermittent therapy means taking 


anti-tuberculosis drugs three times a week - 


instead of daily. There is no difference 
between intermittent and daily regimens 
in terms of the length of time before 
sputum conversion from positive to 
negative, or the final outcome. 


How to assess cure? 

To be sure that TB is cured, a patient who 
is initially smear positive must produce a 
smear negative result after treatment. The 


w If the moth Socks change from sputum smear positive to 
leabidet on i Pectasl tan. | ia in The initial phase of therapy — sputum smear negative is called smear 
infant should be vaccinated as > OIG _be given for a minimum of two conversion. Patients need to be followed 
normal with BCG (unless she or he months and continues until the patient up to ensure that information on sputum 
has HIV-related illness). becomes smear negative. Most people conversion and outcome of treatment is 

mw if the mother is sputum smear will have become smear negative after obtained. 
positive at the time of birth and the two months of treatment. The patient's sputum should be 
infant is well, he or she should be examined after the initial two months of 
given preventive therapy (isoniazid a continuation phase - in this phase treatment. If itis smear negative, they can 
Smg/kg in a single daily dose for6 fewer drugs are given but the treatment start the continuation phase. The sputum 
months) but not BCG. Give a Needs to be continued for long enough should be examined again at the end of 
tuberculin test to the infant after the | (depending on the SCC regimen the _ the fourth or fifth month to identify people 
six months preventive therapy. If the continuation phase can be four or six who have failed treatment. During the last 
navy IS negative vaccinate with months) to ensure that the patient is | month of treatment a final smear is taken 

a it the infant is unwell -with TB permanently cured and does not relapse __ to identify cure. or treatment failure 


symptoms give full anti-tuberculosis 
treatment 


after completion of treatment. 
Some TB programmes are limiting 
the use of streptomycin because it has to 
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Patients cannot be classified as 
cured if there is no sputum conversion 
from positive to negative. This applies to 


PNW 
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initially sputum negative patients, or to 
sputum smear positive cases who 
completed treatment, with negative 
smears at the end of the initial phase, but 
with no or only one negative sputum 
examination in the continuation phase and 
none at the end of treatment. Sputum con- 
version is the only way to be sure that a 
person is cured, even if they complete 
treatment and have no clinical symptoms. 
If it is impossible to examine the sputum, 
then the patient is classified as ‘treatment 
completed’. 


Failure to respond 

People fail to respond to treatment either 

because: 

mw they are not taking their drugs OR 

m they have drug resistant TB. 

Not taking the drugs is the most common 

reason for treatment failure. If a person 

continues to be sick, with persistent 
cough, fails to gain weight and has 
persistent positive sputum after treatment 
for some time, use the WHO recom- 
mended retreatment regimen for both HIV 
positive and HIV negative patients who: 

m remain sputum positive after five 
months of treatment (failure case) 

m@ interrupt treatment for more than 2 
months and return smear positive 
(return after default case) 

m return smear positive after completing 
treatment and being declared cured 
(relapse case). 

The therapy for retreatment should be fully 
supervised for at least three months, and 
longer if the patient is still sputum smear 
positive after three months. If the patient 
still fails to respond they may have 
resistant TB bacilli and need to be 
referred. 


REMEMBER: 


m if apatient fails to respond to the treat- 
ment regimen, refer for assessment 

w treatment should be supervised as 
poor compliance is even more likely 
with more toxic and longer regimens 

m good record keeping is essential to 
distinguish between people with new 
active TB, or who have failed 
treatment, because the treatment 
regimens are different. 

Source. Treatment of TR. Guidelines for National 


Programmes. WHO 


TB SCC treatment for new cases, adults > 50kg 


INITIAL PHASE 
2 months DOT 


isoniazid and pyrazinamide | AND ethambutol 
rifampicin Z: 500mg | E: 400mg 
H: 130mg, R: 300mg 
2 tablets DAILY 4 tablets DAILY 


CONTINUATION PHASE 


4 months DOT 


isoniazid and 
rifampicin 

H: 100mg, R: 150mg 
4 tablets DAILY 

3 x WEEKLY 


Streplomy, in 
powder 
1 g base in vial 


3 tablets DAILY Injection DAILY 


not DOT 


6 months 


6 months DOT 
(not if HIV + risk) 
isoniazid and 
ethambutol 

H: 150mg 

E: 400mg 

2 tablets DAILY 


isoniazid and 
! thlacetazone 

H: 300mg 

T: 150mg 

1 tablet DAILY 


TB re-treatment for adults >50kg 


INITIAL PHASE 


isoniazid and AND] pyrazinamide ND} ethambutol AND} streptomycin 
Z: 300mg powder 
1 g base in vial 
4 tablets DAILY Injection DAILY 
730mg 


rifampicin E: 400mg 

H: 150mg, R: 300mg 

CONTINUATION PHASE 
@innths DOT. ge 


2 tablets DAILY 
isoniazid and isoniazid AND] ethambutol 


rifampicin H: 300mg E:400mg 
Side effects of drug treatment 


isoniazid 
H: 300mg | 


1 tablet, 
3 x WEEKLY 


[A 
| 

| 3 tablets DAILY 
| 


H: 100mg, R: 150mg 
4 tablets DAILY 
3 x WEEKLY 


4 tablets 
3 x WEEKLY 


1 tablet, 
3 x WEEKLY 


Serious side effects to TB drugs are rare. Minor side effects do not mean that treatment should be 
stopped, but people need reassurance and to be warned about possible side effects in advance. 
Side effects which are associated with certain drugs include: 

@ Skin rashes and itching - reaction to thiacetazone and other drugs. 

m Shock and fever - can be caused by rifampicin, pyrazinamide and/or streptomycin. 

m Problems with sight - can be caused by ethambutol. Patients should be warned to report any 
problems with their vision. Ethambutol is not usually given to children who are too young to be 
able to report visual problems. fae 

m@ Hepatitis - liver disease where the patient develops jaundice. Commonly due to isoniazid but 
may also be caused by rifampicin and pyrazinamide. | 

@ Dizziness - caused by streptomycin, most frequently in older individuals or children. Strepto- 
mycin should never be given to pregnant women because it can cause deafness in the unborn 
child. 

@ Reaction in the joints such as pain, swelling, heat - caused by pyrazinamide. 

w Flu-like illness and/or abdominal pain - caused by rifampicin. e: 

m Red/orange colour of body fluids such as tears or urine - caused by rifampicin. 


a 
If patients develop any of the following serious side effects stop the treatment and refer them to 


doctor immediately: 
m yellow jaundice 
@ serious skin conditions (more common in people with HIV) 
@ problems with urinating and possible renal failure 
m shock 
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SUPERVISING TREATMENT 


Community and home based care 


strategies for TB and AIDS 


AIDS and TB in Asia 

As AIDS cases rapidly increase in Asia, 
many countries turn towards community- 
and home-based care for people with HIV 
and AIDS. The AIDS pandemic also has 
considerable implications for existing TB 
control programmes in Asia, which has the 
highest number of TB cases in the world. 
For TB control, Direct Observed Treat- 
ment with short course Chemotherapy 
(DOTS) is a widely advocated and ac- 
cepted strategy. AIDS and TB care strat- 
egies are closely linked, with people in 
the community and family providing care 
and support. The linkage is even stronger, 
as the two diseases are often found to- 
gether in the same patient. 

There are alsc fundamental dif- 
ferences between HIV/AIDS and TB con- 
trol strategies. Especially when it comes 
to prevention, AIDS control focusses 
mainly on behaviour change, whereas TB 
prevention is best achieved through treat- 
ment and cure. As a result of this, TB pro- 
grammes are more usually combined with 
leprosy programmes, and AIDS integrated 
with STD or family planning. At the level 
of the health services, it is rare to find 
combined TB/AIDS programmes. 

TB and HIV are often integrated 
at the patient level, as far as needs for 
care and support are concerned. To what 
extent then do treatment, care and sup- 
port strategies for the two conditions re- 
late? 


Integrated care and support for 
TB and AIDS 


Two questions are important if we explore 
the possibilities of integrating TB and 
AIDS care. For health service planners, 
the following questions are relevant: 

1. Can planning for home-and community- 


based care for people with HIV/AIDS 
(PWA) learn: anything from care for 
patients with TB, and vice versa? 

For health workers and care-giv- 
ers, the practical implications of service 
delivery will be more relevant: 


2. How can we integrate HIV care into 


the DOTS strategy for TB patients, and, 


conversely, how can we provide proper 
treatment for TB through existing AIDS 
care systems? 


Planning for integrated TB and 
AIDS care: learning from each 
other 


1. DOTS: TB care and support: 


In the past, most TB patients used to be 
hospitalised, but recognition that TB could 
be treated at home without putting the 
family and community at risk led to am- 
bulatory treatment. Promotion of ‘super- 
vised treatment’ reintroduced hospitalisa- 
tion, but the heavy burden on the health 
care systems, forced a reversion to com- 
munity based treatment. 

DOTS, a community-based TB 
treatment and care strategy, combines the 
benefits of supervised treatment, and the 
benefits of community-based care and 
support. It ensures high cure rates in pa- 
tients with tuberculosis, through its three 
components: appropriate medical treat- 
ment, supervision and motivation by a 
non-health worker, and monitoring of dis- 
ease Status by the health services. 
Short Course Chemotherapy is a com- 
bination of anti-tuberculosis drugs, for a 
Sufficient period of time. 

Supervision and motivation by a per- 
son who is accessible to the patient and 
accountable to the health service, encour- 
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ages and educates the patient. and ob- 
serves them taking their medicines cor- 
rectly. 

Monitoring of the patient, to determine 
the outcome of their treatment. 


2. Home and community based care and 
support for people with HIV/AIDS: 


In many resource-poor countries, the 
health services have been overburdened 
with the care for people with HIV/AIDS. 
The realization that long term hospitali- 
zation is rarely needed for adequate treat- 
ment of opportunitic infections, and that 
there are rich traditions of community sup- 
port for chronic patients, led to the devel- 
opment of home- and community-based 
care and support strategies. In Asia, ini- 
tiatives often come from community- 
based and AIDS service organisations, to 
be taken on later by government health 
services. 

Care and support programmes 
for people with HIV/AIDS advocate a ‘con- 
tinuum of care’, from national hospitals 
through health posts, communities, and 
families to individuals. The components 
are not only medical and nursing care, but 
also social, emotional, spiritual, and ma- 
terial support. AIDS requires a long term 
commitment, till death. HIV prevention 
education for patients and their carers is 
necessary, and closely linked to care. 


3. Combining the strengths: 


The similarity between the two ap- 
proaches is the idea of shared care, 
shared responsibilities. Through linking 
person, both aim to support the patient in 
maintaining independence and responsi- 
bility, while avoiding to make him/her 
solely responsible for provision of care 
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Both acknowledge the important roles of 
the care giver, as advocate on behalf of 
the patient, and health educator to com- 
munity. The challenge for both pro- 
grammes is to avoid overburdening 
women and girls, the traditional care giv- 
ers. 

However, the approaches differ 
in their perspective. Underlying DOTS is 
a medical approach, the emphasis Is on 
appropriate treatment and cure. DOTS is 
unique in that it explores ways to 
strengthen patient support and motivation 
in order to achieve cure. On the other 
hand, care for PWAs is a more holistic 
approach, with an emphasis on care and 
support, by lack of a cure for AIDS. The 
strength is its perspective of the patient, 
and the challenge is to strengthen its 
medical care, and cure, component at 
community level, not least for TB as an 
opportunistic infecticn. Interestingly, both 
approaches meet at the level of the fam- 
ily and community, and acknowledge the 
need for and strengths of traditional, ho- 
listic health care. 

Home based care of PWAs is an 
NGO dominated field. whereas TB care 
is mostly a government health service ini- 
tiative. Health services are often better at 
providing medical services, NGOs often 
better at providing care, enabling and em- 
powering. The ‘continuum of care’ con- 
cept, acknowledges the necessity to link 
public and private health services. In 
many PHC programmes, community 
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SUPERVISING TREATMENT. 


health workers play 
this pivotal role, some- 
times leading to heavy 
demands on their 
time. The challenge 
for TB programmes is 
to involve community- 
based groups as Su- 
pervisors and educa- 
tors, and the challenge 
for HIV/AIDS programmes is to involve 
local health personnel. 


AKAP 


Implementation of integrated care and 
support 

It is obvious that it is necessary, and pos- 
sible, to integrate home and community- 
based care and support for people with 
TB and/or AIDS. However, it requires a 
concerted effort from policy makers at 
national level, health workers, and 
caregivers. The following recommenda- 
tions could provide a supportive environ- 
ment for people with TB, HIV, or both, and 
could lead to appropriate, humane, and 
effective care. 


Recommendations for National TB pro- 

grammes: 

m Coordinate with National AIDS 
Progamme 

@ Training TB workers/health workers in 
AIDS, recognizing opportunistic infec- 
tions, counselling and confidentiality, 
universal precautions, etc. 

m Develop national policy on testing with 
emphasis on confidentiality 

m Develop national policy choice of treat- 
ment, and Isoniazid preventive treat- 
ment 


Recommendations for health workers: 

m Treat every TB patients as if he/she is 
HIV+: universal precautions 

m Provide diagnosis and treatment serv- 
ices for TB as close to home as possi- 
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Create linkages and referral systems 
with local AIDS NGOs 

Counsel known HIV+ patients. or re- 
fer to AIDS NGOs 

Educate all TB patients and caregivers 
on HIV/AIDS prevention 

Strengthen follow up for re-infections 
relapses 

Select caregivers carefully, support 
them, be aware of burn out, impact 
on wives/daughNters, refer to AIDS sup- 
port NGOs 

Providing treatment for TB through 
community-based AIDS care systems 


Recommendations for National AIDS pro- 
grammes: 


Coordinate with National TB 
Programme on training needs 
for health workers and policies on test- 
ing and counselling 

Strengthen TB control programs 


Recommendations for local health worker 
and AIDS support workers: 


Teach PWAs/caregivers before they 
get TB the importance of full treatment 
Teach PWAs/caregivers to recognize 
TB symptoms early, and seek treat- 
ment 

Diagnose TB early, and treat TB ap- 
propriately, or build link with TB treat- 
ment centres 

Provide support not only to the patient, 
but also to the caregivers, prevent burn 
out 


Recommendations for caregivers: 


Know the symptoms of TB, encourage 
early diagnosis and treatment 
Supervise medication in case of TB 


by Ian Smith, Paul Janssen and 
Sally Smith 
Kathmandu, Nepal 


TREATMENTISSUES 
DOTS, TB and HIV 


OTS is the latest of health-related 

acronyms to hit the media. 
Standing for Direct Observed Therapy 
Short-term, DOTS is touted as the way 
to controlling, if not eradicating, the age- 
old problem of tuberculosis through 
closely supervised treatment for six to 
eight months. Considering that the re- 
surgence of tuberculosis has come 
partly as a result of a newer public 
health problem, HIV/AIDS, it is impor- 
tant to look at how DOTS will impact 
on health care strategies in general. 


DOTS and Compliance 

The whole rationale of DOTS is based 
on patient non-compliance with the pre- 
scribed treatment. DOTS therefore 
calls for supervised treatment. But just 
what is this problem of compliance? 
DOTS was first developed in the United 
States, in settings of "stubborn" patients 
such as drug dependents who would 
not comply with the doctors. 

In many situations in 
developing countries, the problem is not 
so much of patient compliance than 
access to TB drugs. In the Philippines, 
for example, the prescribed course for 
six months costs P6000 (US$230), 
equivalent to about two months 
household income in many 
impoverished rural villages. 

If the drugs are available for 
free or at subsidized costs from the 
government or non-government 
charities, they are still often limited to 
town centers. In fact, promoting DOTS 
may reinforce the idea that the 
medicines should be dispensed only in 
areas where qualified health 
professionals are available to supervise 
treatment. This again places severe 
limitations on access: the people most 
vulnerable to tuberculosis also being 
the people who cannot access health 
centers because of physical as well as 
financial reasons. 

Access, one forgets, is often 
socially determined. Thus, even in 
urban poor areas, government health 
centers may be physically accessible 
yet considered socially distant because 
of impersonal staff, or because of the 


stigma attached to TB. DOTS in fact has 
the potential of further stigmatizing the 
disease because of its having to be 
treated by health professionals in 
institutional settings. si) 
Even if medical supervision 
were available and accessible, we deal 
now with a wide range of factors that 
affect a patient's use of TB medications. 
There are many possible side effects, 
even adverse reactions, that can result 
from the medicines. Paradoxically, the 
positive effects of TB medication may 
also lead to patient drop-out from 


treatment. Once the patient feels better > 


— and this can occur even within the 
first two weeks after treatment begins 
— he or she might stop taking the 
medicine. 

Of course, one could argue that 
DOTS has arole here in explaining both 
positive and negative effects of the 
medicines. This presumes that health 
personnel will provide support in 
explaining the effects and assuring 
patients and their families when adverse 
reactions occur. DOTS probably will 
work if implemented by highly motivated 
community-based health personnel. 
Unfortunately, in many situations — both 
in developing and developed countries 
— such personnel are hard to come by, 
given the already loaded public health 
systems. 


Learning from TB 

DOTS actually represents a 
revival of old public health models, what 
some have called the medical police 
model with an emphasis on surveillance, 
patient tracking and institutional settings. 
It is ironic that DOTS is being promoted 
at a time when the HIV epidemic has 
resulted in alternative models: highly 
decentralized and community-based. 
No doubt, DOTS could adopt many 
aspects of community-based health 
care. AKAP, a Filipino non-government 
organisation doing primary health care, 
demonstrated this more than a decade 
ago in an urban poor resettlement area, 
challenging the dominant model at that 
time of sanitarium care. Community 
health workers fanned out for both 
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preventive (health education. 
immunization) and Curative services. 
including what one could call DOTS 
today. But such programmes received 
little support. One would have to be 
extremely cautious in predicting the 
prognosis of DOTS today. the way it is 
promoted and implemented through the 
aegis of centralised government 
bureaucracies. 

Perhaps even more disturbing 
is the way DOTS focuses on a curative 
drug-centred model for eradicating TB. 
One forgets that TB was eradicated in 
much of the developed .world long 
before TB medicines were discovered, 
or that TB remains a major problem in 
many poor countries decades after 
drugs and vaccines were discovered, 
or that the resurgence of TB is 
happening with socially marginalized 
and deprived communities — ethnic 
minority groups; refugees: urban poor 
— both in developed and developing 
countries. 

Drugs do have a place in TB 
eradication, and the problem of drug 
resistance — because of improper use 
of TB medicines — is only too real. 
Unfortunately, DOTS places too much 
emphasis on patient non-compliance, 
failing to recognise that even problems 
of drug resistance came out of the 
medical establishment's indiscriminate 
prescribing and dispensing. (Or, in 
countries like the Philippines, from 
politicians’ dispensing of a week's 
supply of free anti-TB drugs.) There is 
the danger that DOTS will reinforce 
false expectations about what 
pharmaceuticals can do. If anything, TB 
has taught us that medicines and 
vaccines alone will not bring automatic 
Solutions. Prevention through education 
will always remain vital. It is a lesson 
one must keep in mind in relation to TB’s 
modern-day counterpart: HIV/AIDS. 


M.L. Tan 
HAIN 


EDUCATION AND TRAINING 


16 treatment game 


Side 
effects 
s) 


< Drugs 
unavailable 


Unsympathetic 
d Staff 


Lack of 
awareness 


Social 
problems 
‘} 


"ak 


Powerlessness 


< 
Contradictory 
advice 


Feeling 
better 


This game aims to help health workers explore why people might stop taking their TB drugs. It can be played by individuals or small 
groups, playing against each other. 


Players have to try to cross the TB treatment river, using the stepping stones. If they reach the other side they have completed their 


treatment and are cured. However, there are many reasons why they might slip off the stones, and fail to take their drugs. 


1. Ask participants to describe a health worker’s typical reaction to someone who stops treatment — often anger and frustration. 


Then ask them to think of all the reasons why people with TB might not complete treatment, and to pick out the 10 most important 
ones. 


2. Hand out copies of the game with the stepping stones left blank, and ask participants to write in the 10 reasons. 


3. Draw a circle about 50cm in diameter on the floor, and divide into 6 equal wedges. Write the numbers 1 to 6 in the wedges. Draw 
a boundary line 2-3m away from the centre of the circle. 


4. The player stands behind the boundary line, and throws a coin into the circle. If the coin lands inside a wedge, then the player 
moves across that number of stepping stones. If the coin lands outside the circle, or ona line, then the player has fallen off the stone, 
and is out. If the first throw is out, allow the person to throw again until they land in a wedge and reach a stone. Each person 
continues throwing until they reach the other side or fall off a stone. 


5. Discuss the game with participants: 

ms How many people fell off? Is this figure similar to the proportion who don’t complete their treatment? 

m Which stones did people fall off most — are these common reasons in real life? ; 

m Of the reasons given, for which can the person be blamed? And the health worker? Is it fair for health workers to be angry with 
people who default? 

mw How can health workers encourage people to complete their treatment? 


a ee ; . 
; ap whether 

Usually only one or two reasons are the person’s fault, and the rest are the health service's responsibility. Finish by asking 

in fact it is the patient who should be angry with the health worker, rather than the other way around! 


a : and use them as a 
Another useful exercise is to ask the health workers, in small groups, to draw a TB patient. Pin the pictures up 


discussion starting point. Ask questions such as: What signs and symptoms do the pictures show? What ene aegis ais 
drawn’ Health workers often draw a picture of an adult man. Ask: Does this mean that health workers are less likely to ¢ 


in women? 


Source: Smith |. Tuberculosis control learning games, Tropical Doctor, July 1993 and personal communication 
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TB PROGRAMMES 


Ways to work together: HIV and 


a recording and reporting system that 
provides information about case 
categories and treatment results 

to train staff to screen, diagnose and 
treat patients 

a reliable sputum smear microscopy 
service, with adequate equipment and 
trained laboratory personnel 
treatment services which provide 
directly supervised short course 
chemotherapy and health education 

a reliable supply of drugs and 
diagnostic materials. 


B control requires awellorganised @& 
a € national programme. A poor 
programme is worse than none at all, 
because of the risk of large numbers of gm 
people being given inadequate treatment. 
This means they will continue to be g 
infectious to others and this can lead to 
the development of TB strains resistant to 
available drugs. WHO and IUATLD (the gy 
International Union Against TB and Lung 
Disease) have developed standard 
guidelines for national TB programmes, 
which are responsible for planning, policy, 
budgets, supervision and training. An 
effective programme needs: 


TB programme activities 


(showing possible links with HIV services) 


Central TB unit, MOH 

@ plan, monitor and supervise national activities 

@ liaise with HIV/AIDS/STD and essential drugs programmes 
@ co-ordinate training, drugs and diagnostic supplies 


Regional TB co-ordinators 
@ liaise with central TB unit 
@ ensure effective co-ordination of above activities in region, and liaise with HIV services 
@ regular technical supervision of district TB officers 
@ review case finding and treatment reports 
ELE SE SE en Se aS ORT eR TC PS Sh ES 
District TB officer (with DMO) 
@ supervise and visit primary facilities 
@ collect data for and maintain district TB register, with quarterly reports on new cases, 
relapses and treatment results 
support case finding activities 
supervise effective microscopy service and records 
arrange training and supervisory activities, including HIV-related issues 
ensure referral possible if necessary 
maintain drugs and equipment 
make appropriate links with district AIDS committee and AIDS team at hospital 
encourage community education and links with AIDS NGOs providing home care and 
education 
= sperma eee ae 
Primary health facilities 
@ identify people with possible TB symptoms and trace contacts 
@ take sputum samples and liaise with laboratory 
@ provide efficient referral and treatment services: appropriate regimens and sputum testing, 


counselling, health education, local organisation of DOT (clinic visits, community 
workers, AIDS home care services) 


@ keep TB treatment cards and records up to date 


@ follow up defaulting patients and discharge patients who are cured or have completed 
treatment 


@ carry out community education (with HIV services if appropriate) 
@ report regularly to district level 


@ ensure staff understand HIV and TB links, and are aware of needs for counselling etc. 
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A TB programme should facilitate links 
between primary, district, regional and 
national levels and with HIV/STD 
programmes too Health workers should 
aiways follow national TB programme 
guidelines. If there is no functioning TB 
programme in your area, use WHO TB 
treatment guidelines 


Collaboration between TB and 


HIV/AIDS programmes 

People with HIV and TB face similar 
problems of stigma and fear, and have 
needs for care and support. and for 
counselling and confidentiality. Closer 
collaboration between TB contro! and 
AIDS programmes in these areas could 
be useful. For example, more integrated 
approaches to community education 
could help to change attitudes to both 
infections and reduce stigma. 
Collaboration in home care and follow up 
of patients with TB and with HIV/AIDS 
could help to increase adherence to TB 
treatment and identification of people with 
active TB. 


m Nurses in Kenya, trained in HIV 
counselling and who plan care for 
people with AIDS after discharge from 
hospital, are extending their services 
to patients on TB wards. 

m In Ghana a peer support group for 
people with HIV, working with health 
staff, discusses TB prevention, early 
TB recognition, and treatment 
adherence during home visits 

@ Hospital community outreach teams in 
South Africa visit people with HIV and 
TB at home. Many patients have both 
infections and the integrated approach 
helps to share limited resources such 
as transport, to reduce stigma and to 
increase community acceptance. 


What can NGOs do? 

NGOs should make sure that their 
activities Complement the national TB 
programme and discuss what role they 
can play to support the national 
programme with the district TB officer 
Local AIDS organisations are playing a 
vital role in community education and care 
including: 


~~ a 


TB PROGRAMMES 


TB programmes 


Ensuring that community members 
recognise TB symptoms. and 
understand that it can be cured 
Encouraging people with symptoms 
including those who may have HIV to 
be screened for TB and to seek 
treatment 

Encouraging people to take their 
treatment using DOTS systems 
Countering misbeliefs and stigma 
about AIDS and TB 

Educating people about the ways in 
which TB is spread and encouraging 
them to cover the mouth when 
coughing and to spit into a container 
and dispose of sputum carefully 
Providing home care and support to 
people with TB and HIV. 


What can health workers do? 
Health workers need to be friendly and 
aware of the person’s needs for 
confidentiality, and to: 

® Ask about symptoms — if a person has 


had a cough for more than three weeks 
and chest pain, get a sputum test done 
Make sure that the person 
understands that the full course of 
treatment is needed even if the 
symptoms soon go, and discuss the 
person's fears and worries about TB 
(and HIV) 

Be aware of the possibility that the 
person may have HIV, and offer HIV 
counselling and testing if it is 
appropriate and available 

Help them to take their full course of 
treatment 

Make sure they understand that they 
are no longer infectious after 2-3 
weeks 

Examine family and household con- 
tacts for TB, especially if they are ill 
Keep proper records and visit the 
person at home if they don't come for 
their appointment or crugs 

Ensure that supplies of apti-TB drugs 
are available and do not run out 
Refer difficult cases to a centre with a 
physician or TB specialist 

Check HIV patients for TB and make 
sure that people with both infections 
do not receive thiacetazone. 


_ 
. 


ING 
RX 


YA 


uk ’ TSS vf ne 
PSS 


Community-based education programmes on TB could be broadened to include 
HIV/AIDS. 


Keeping records 


Records are needed for a TB programme to work effectively. The recording system 
should enable health workers and TB programme staff to plan, monitor and evaluate 
services and drug supplies and to: 
@ see how many cases are being detected 
ensure that all potentially infectious cases are being properly screened 
monitor patients’ progress and adherence to treatment 
make sure all patients are fully treated 
assess the effectiveness of treatment 
distinguish new cases from those that have previously received treatment 
prevent the development of drug resistance 
identify problems and where more training or supervision is needed 


For each person records need to be kept of. 

@ diagnostic examinations 

@ treatment including the initial phase of treatment, patient adherence and follow up 

@ follow up sputum smear results, smear conversion and treatment outcomes for those 
initially smear positive 


A record system usually includes the following: 
@ patient TB card (kept by the person) 

@ TB treatment card (kept at the health facility) 
@ clinic TB register (kept at the health facility) 
@ TB laboratory register 

@ district TB register 
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Preventive therapy 


7. B chemoprophylaxis means treating 
people with symptomless TB 
infection to prevent the development of 
active disease Preventive therapy has 
been shown to be beneficial for people 
with both TB and HIV infections who are 
at risk of rapid progression to active TB 
disease. Daily isoniazid (isoniazid 
preventive therapy or IPT) can reduce the 
incidence of active TB in HIV positive 
people. Before IPT can be considered, 
voluntary HIV counselling and testing 
facilities need to be available for people 
who may have HIV. 

There are still many questions 
about IPT. It is not clear at what stage of 
HIV disease chemoprophylaxis should be 
given, or which drug regimens might be 
most effective. It is also not clear for how 
long people should continue to take 
preventive therapy and whether the 
benefits continue after completing the 
recommended period of therapy. ° 


Who should get IPT? 

IPT should only be given to HIV positive 
people who have TB infection but who do 
not have active TB. Those with active TB 
need full treatment. Giving only one drug 
to a person with active TB can help 
resistant strains of TB to develop. 

Proper TB screening is essential 
to ensure that preventive therapy is not 
given to patients with active TB. But it is 
not always easy to confirm whether HIV 
positive individuals have active TB 
disease or TB infection (see page 5). 

The WHO guidelines for 
tuberculosis preventive therapy in HIV 
positive individuals should be followed 
(see below). The guidelines emphasise 
that IPT should only be considered for HIV 
infected people with a positive tuberculin 
Skin test who do not have active TB. 


Limitations of IPT 

Resources In most developing 
countries, voluntary counselling and 
testing for HIV, screening all HIV positive 
Patients for TB infection, and providing 
drugs for preventive therapy are not 
possible. Although IPT can prolong 
healthy life in individuals with HIV and TB 


infections, resources should be prioritised 
for identifying and treating smear positive 
patients 


Side effects Hepatoxicity (the risk of 
hepatitis) is one of the most common side 
effects of IPT and can be fatal. The risk is 
higher in adults aged over 35 years. 
However in HIV positive people the 
benefits of IPT generally outweigh the risk 
of toxicity, except in people with chronic 


active hepatitis or possibly those with 


more advanced HIV disease. 


Drug resistance Preventive therapy 
could potentially increase drug resistance 
if it is wrongly given to those who have 
active TB. The effects on the development 
of drug resistance of large scale 
preventive therapy with one drug are not 
Known. 


Adherence Without good support and 
Supervision, there may be problems in 
ensuring people take preventive therapy 
for long periods of time, especially if they 
do not have symptoms of TB disease. 


~*~ 
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WHO recommendations 

1. Isoniazid preventive therapy can be of 

value to individuals with both HIV and 

tuberculosis infection. 

2. Education about TB and its link to HIV 

infection should be part of HIV pre- and 

post-test counselling. 

3. People who are HIV positive: 

® should be screened for TB by clinical 
examination. 

@ should receive a tuberculin skin test. 

M@ if the tuberculin test is positive they 
should receive a chest x-ray. 

4. People with symptoms consistent with 

tuberculosis and/or an abnormal chest 

x-ray should have sputum collected for 

bacteriological examination culture. , 

5. People with a positive skin test in whom 

active TB has been excluded (by x-ray and 

culture) should be given isoniazid at the 

daily dose of 5mg/kg up to a maximum of 

300 mg for 6-12 months. 

6. Persons receiving preventive therapy 

should be monitored monthly for 

adherence, toxicity and the development 

of active TB. 

Source:. Preventive therapy for.TB in 

HIV-infected persons, Lancet vol 345, 1995. 


Drug resistance 


Drug resistance means that certain strains 
or types of TB bacilli are not killed by the 
anti-tuberculosis drugs given during 
treatment. Some strains can be resistant 
to one or more drug. WHO defines a 
multi-drug resistant (MDR) strain as one 
that is at least resistant to isoniazid and 
rifampicin. A person infected with MDR 


TB will therefore not be cured by short 


course chemotherapy which relies on 
these two drugs. 


Why does drug resistance develop? 


Drug resistance is caused by inadequate 
TB treatment and poor TB control 
programmes. The most common reasons 


for the development of resistance are: 
@ incorrect prescription 

@ irregular supply of drugs 

® lack of supervision and followup 
There are two types of drug resistance: 
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Acquired resistance is where resistance 
develops as a result of inadequate 
treatment. Use of a single drug is the most 
important cause of acquired resistance. 
This is because some TB bacilli are 
naturally resistant to anti-TB drugs. If a 
single drug is used to treat a patient who 
is infected with a large number of TB bacilli 
only those which are sensitive to that drug 
are killed, allowing the resistant bacilli to 
multiply. This is the reason for using 
several drugs during the initial intensive 
phase of treatment, until the number of 
bacilli has been greatly reduced. 


Primary resistance is when an individual 
is infected by someone who already has 
drug resistant TB bacilli, The newly 
infected person will have TB that is drug 
resistant from the outset. The number of 
people with primary resistance — who 
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have drug resistant TB but who have not 
been treated for TB before — is increas- 
ing 


Is MDR TB a major problem? 


In all countries and especially those where 
the number of cases of TB is rising rapidly 
because of the association with HIV, the 
development of resistant strains of TB is 
a serious concern. 

Between 50 and 100 million people 
worldwide are thought to be infected with 
strains of resistant TB. An accurate picture 
of drug resistance is not available 
because few countries have a reliable 
drug resistance surveillance system. 
Resistance varies, for example in Africa 
resistance to isoniazid is estimated at 
between 5 per cent and 10 per cent. 

Resistance to rifampicin, one of the 
most effective TB drugs, is thought to be 
low in Africa because the drug has not 
been widely available. But there are signs 
that resistance to rifampicin is developing: 
for example, it has been reported in 
Thailand. Drug resistance is potentially a 
serious problem in countries where 
prescription of anti-TB drugs by private 
physicians is not well controlled. 

WHO and IUATLD have developed 
guidelines to help countries detect strains 
resistant to the main TB drugs through 
national surveillance programmes. Better 
information will help countries to decide 
which is the most appropriate SCC drug 
regimen and the best strategies for 
retreatment. 


What are the dangers of MDR TB? 
The most serious danger is that MDR TB 
is much more difficult to treat, even where 
second line drugs are available. 
Treatment of MDR TB can take at least 
two years and the results are poor. 
Second line drugs cost 30-35 times as 
much as drugs used in SCC treatment of 
non-resistant TB. Patients with MDR TB 
may need to be hospitalised and isolated, 
which adds to the cost of treatment, to 
prevent transmission of primary resistant 
strains to others. In the USA it is estimated 
that treating one case of MDR TB costs 
ten times as much as treating a case of 
TB sensitive to the usual drugs. Careful 
precautions are necessary to prevent 
transmission, especially to health workers 
caring for MOR TB patients. 


EVALUATING HIV/AIDS ACTIVITIES 


Checklist for IEC Activities on HIV/AIDS 


(This checklist was developed by the Philippine National AIDS Council, and is based 
the IEC Guidelines featured in A/DS Action issue 29 ) | " 

The Checklist is designed to help organisations evaluate their own m 
activiyes and to determine whether these conform with the 
Guidelines. 

The following IEC materials/activities may be evaluated using the IEC Checklist 
print - newsletters, news reports, brochures, posters, leaflets, hand-outs. flyers, billboards 
T-shirts, and others; electronic/broadcast - radio, TV, film and video: interpersonal com- 
munication - counseling, workshops, lectures, focus group discussions. etc. 

The Checklist is composed of 32 questions, marked "R" or "O”. "R" means that a 
material/activity is required to comply with that particular question. Failure to comply with 
even just one required item means that the material/activity is not in accordance with the 
PNAC IEC guidelines. Questions marked "O" mean optional compliance. Although a ma- 
terial/activity does not have to comply with "O" questions, compliance with these would 
contribute to the improvement of the material/activity. 

Organisations producing materials or conducting IEC activities are to evaluate 
their own materials using the chcecklist. As with the IEC guidelines, the checklist is 
recommendatory in nature — meeting the standards set by the PNAC is not compulsory. 
However, compliance with the checklist would contribute to a more effective IEC material/ 
activity. 


DEVELOPMENT OF THE MATERIAL 


alerials and 
principles stated in the IEC 


R. 1. Was baseline research conducted to identify knowledge gaps and attitudes and - 
behaviors which may increase risk of HIV infection? 

R. 2. Wasa pre-test conducted with a group similar to the intended audience before 
the material was finalized? 

O. 3. Dida panel of experts review the material before it was finalized? 

O. 4. For materials which are to be translated into other languages, was back transla- 
tion carried out to ensure that the translation is true to the original version? 

ACCURATE 

R. 5. Is biomedical and technical information in the material/activity consistent with 
empirical evidence of the World Health Organisation, or the Department of Health. 
or other recognized scientific bodies? 

O. 6. Are bibliographical references or technical experts cited to establish accuracy of 


information presented? 


CLEAR (text, illustrations, the material as a whole) 
Does the matenal/activity: 


R. 7. Convey simple and easy-to-understand messages? 
R. 8. Use concrete terms (not abstract terms)? 
R. 9. Use familar terms instead of jargon? 


0. 10. Explain in a chronological sequence (when applicable)? 
O. 11. Emphasize important points? 


APPROPRIATE 

Is the material/activity appropriate to the target audience in terms of. 
Ru 12. text? 

R. 13. illustration? 

O. 14. format? 


ACCEPTABLE | 3 . 
R. 15. Does the material/activity avoid words, illustrations of messages which are con- 
sidered or distasteful by the target audience? 


GENDER SENSITIVE 


R. 16. Does the material/activity avoid portraying any gender as being responsible oe 
the spread of HIV? (This can be conveyed either in the text or In the illustrations) 
R 17. Does the material/activity avoid portraying women (in text or in illustrations) as 


mere sex objects? 


ie 
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EVALUATING HIV/AIDS ACTIVITIES 


(continued from page 15) 


© 18 Does the material/activity 
negotiate for safer sex practices? 


© 19. Does the material/activity promote positive al 


} and women? 


AFFIRMATIVE 


encourage empowerment of women to enable them to 


titudes toward the equality of men 


R 20. Does the material/activity avoid fear arousing messages? 


rR. 21 


Does the material/activity avoid coercive messages? 


ivi ify desired behavior clearly? 
©. 22. Does the material/activity specify : . | io 
To 23. Does the material/activity emphasize efficacy of preventive behavior: 


, 


; sexuals, injecting drug users, etc.) 
AIDS? 


©. 25. Does the material/activity avoid condemning any population group for the behavior : 


vis-a-vis HIV/AIDS? 
NON-PORNOGRAPHIC 


R. 24. Does the material/activity avoid po 


" : ISTIC AND NON-CONDEMNATORY 
yay rtraying any group (such as OCWs, homo- 


as being responsible for the spread of HIV/ 


R 26. Does the material/activity aim to educate and enlighten? 
R 27. Does the material/activity avoid prurient messages? 


‘ON USE OF ILLUSTRATIONS AND PHOTOGRAPHS 

R. 28. Use relevant illustrations / photographs? 

R. 29. Convey aclear message through illustrations and/or photographs? 
O. 30. Place illustration/photograph near relevant text? 


DISTRIBUTION MECHANISM 


R. 31. Does the material identify the audience for whom it was developed? 


O. 32. Is there a “descriptive clause" in the cover of the material which gives an indica- 


tion of its content? 


: RESOURCES 


Clinical tuberculosis provides practical 
information on all aspects of TB control and 
clinical care. Available for £3.00 in English, 
French, Spanish and Portuguese from from 
TALC, PO Box 49, St. Albans ALI 4AX, Herts, 
UK. 
Tuberculosis guide for low-income countries 
is a handbook providing information for staff 
involved in primary level prevention and care. 
Single copies in English, French or Spanish free 
from IUATLD, 68 Boulevard Saint-Michel, 
75006 Paris, France 


TB and HIV Quarterly: SidAlerte Supple- 
ment is a quarterly magazine in French and 
English covering good policy and practice in 
TB and HIV care and prevention. For subscrip- 
tion details write to SidAlerte Internationale, 7 
rue du Lac, 69003 Lyon, France. 


China Tuberculosis Control Collaboration, 
"Results of Directly Observed Short-Course 
Chemotherapy in 112,842 Chinese patients 
with Smear-Positive Tuberculosis." The 
Lancet. Feb. 10, 1996 (v. 347, pp 358-362). 


Childhood TB is a new briefing paper from 
AHRTAG. Available free to readers in 


developing countries. 


Preventing infections in health-care settings 
provides practical guidelines on reducing the 
risk of blood and air-borne infectoins. Avail- 
able free to readers in developing countries and 
for £5.00 elsewhere, from AHRTAG. 


Tuberculosis and AIDS : the situation in Asia 
by Garance Upham provides a summary of 
country reports presented in the 1993 TB and 
Respiratory Disease of the IUATLD, Eastern 
Region conference. 7B & HIV Ja-Mr 1994 (10- 
11). Free copies for developing countries may 
be obtained from HAIN. 


Country reports on HIV/AIDS: Pakistan, 
Cambodia, Vietnam. 7B & H/}' Ja-Mr 1994 
(12-17). Free copies for developing countries 
may be obtained from HAIN. 


Please write to AHRTAG if you would like full 
list of the reference materials used for this 
special TB and HIV issue. 


Articles were written by Kathy Attawell, with 
contributions from Dr. ET Maganu, Dr. Rumisha, 
Dr. lan Smith, Or. David Wilkinson, Patricia 


Hudelson, S Chondoka, P. Bwalya, Esther 
Sumatojo and others credited in text. AA takes full 
responsibility for any inaccuracies in the text. 
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SUBSCRIPTION DETAILS 

If you would like to be put on the mailing list to 
receive AIDS Action, please write to: 

HAIN 

No. 9 Cabanatuan Road. Philam Homes 
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Tel: (632) 9298805 / 9276760 
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REPRODUCING ARTICLES 

AHRTAG and HAIN encourage the reproduction 
or translation of articles in this newsletter for 
non-profit-making and educational uses. Please 
clearly credit AIDS Action/AHRTAG/HAIN as 
the source and, if possible. send us a copy of the 
reprinted articles. 


AHRTAG (Appropriate Health Resources & 
Technologies Action Group) is a UK-based 
international development agency which 
supports the goal of health for all by promoting 
primary health care. 

Registered charity (UK) no. 274260 


HAIN (Health Action Information Network) is a 
Philippine NGO involved in research and 
information on health and development issues. 
Registered with the Securities and Exchange 
Commission 127593 


Opinions expressed in this newsletter do not necessarily 
represent those of HAIN or AHRTAG. The mention of 
specific companies or of certain manufacturers’ products 
does not imply preference to others of a similar nature. A 
person's HIV status or sexual orientation should not be 
assumed based on her or his article or photograph. 
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Eating well is important for maintaining good health and 
is an essential part of care for people with HIV. 


rticles in this issue of AIDS 

Action highlight two areas of m- 
terest for people living with HIV or 
AIDS and those involved in caring for 
them — nutrition and anti-HIV treat- 
ments. 

The article on pages 2 and 3 
summarises new developments in 
treatments for tackling HIV. The au- 
thor emphasises that, although re- 
searchers are making some 
progress, fully effective and afford- 
able drugs against HIV have not 
been developed yet. Prevention and 
treatment for common opportunistic 
illnesses are still the most important 
strategies against HIV, especially 
now that TB causes more deaths in 
HIV-positive people than any other 
infection. 

Good nutrition also plays a ma- 
jor role in maintaining health (see 
pages 4 and 5). It is often possible to 
make low-cost meals that are more 
nutritious, tastier and easier to eat for 
people who are unwell. 

The article on pages 9 and 10 
looks into the essential drugs for HIV 
infection, while page 8 explains how 
these drugs work. This issue also 
features an educational game which 
is popular in Chile, and which could 
be adapted for use in other lan- 
guages and situations. 


Contribute to AIDS Action 


Future topics include practical strategies for 
promoting people's rights, blood safety and 
infection control: ideas for integrating HIV 
into community development and education, 
planning. monitoring and evaluation tech- 


niques, traditional medicine; working with 
young people and children; and counselling. 


Please send articles describing success- 
ful activities and approaches to HAIN. 


RESEARCH UPDATE 


Slow progress 
against HIV 


We are still a long way from discovering a ‘cure’ for HIV infection. 
AIDS Action highlights problems in developing new treatments. 


The most widely used anti-viral drug 
is still AZT, or zidovudine. AZT has been 
in use since 1985 and is manufactured 
by Wellcome, under the brand name of 


Ei here are three types of treatment for 
people with HIV. These aim to: 


# prevent the virus from Retrovir. Its benefits are limited when 
reproducing | taken alone. The 1993 Concorde trial 

a strengthen or ‘boost the immune — cowed that AZT does not benefit people 
system _ who are still healthy. 


Ml cure opportunistic infections. 


A number of other anti-viral drugs 
Antt-HIV treatments have been licensed in different countries 
One type of anti-viral drug aims to prevent for use alone (monotherapy) or in 
or slow down viral reproduction in human combination with AZT (combination 
cells (see box below). The drugs have a therapy). They include ddl (didanosine), 


similar chemical structure to human DNA. ee ; 
This means that the virus bonds with the 94C (zalcitabine) and d4T (stavudine). 


drug rather than the DNA, and so cannot 
use the DNA to reproduce itself. In September 1995 an international 


drug trial called Delta proved that a 
combination of anti-viral drugs is much 
better at delaying the development of 
HIV-related infections and death than AZT 
alone. The two-year trial compared the 
health status of people with HIV taking 
‘combination therapy’ (AZT plus ddl or 
AZT plus ddC) with another group taking 
AZT alone. Ten per cent of participants 
were women. 


How HIV works 


After someone has been infected by HIV 
the virus begins to multiply rapidly in 
the body. The virus attaches itself to the 
surface of special white'blood cells in-- 
volved in fighting infections (CD4 cells). 4 
Then, after entering a, CD4 cell, the vi 
rus bonds with the cell’ ‘S. DNA. DNA is. 
the human genetic material which ena- 
bles cells to reproduce. This means that - 
when the cell tries to Teproduce itself, it. 
is forced to produce more virus’ in “instead ; 
of another human cell, and is also. de- 
stroyed | in the process. oy ve A 


x" 


Results show that, compared with 
taking AZT alone, the likelihood of dying 
for people taking combination therapy was 
reduced by almost 40 per cent. The 
benefits were greatest for participants who 
had never taken an anti-viral treatment 
before. However, disease progression 
was not affected for those. starting 
combination therapy after taking AZT 
alone for several months. 
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Pregnancy and AZT 

Two recent studies show that AZT 

treatment for HIV-positive pregnant 
@ yvomen before and during delivery, and 


USA called ACTG 076 showed that the * 
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“for ‘their newborns,’ can reduce HIV: 
<transmission to the baby. A study in the. 


‘than good. Bei 


chance of mother-to-baby HIV 
transmission was reduced by two-thirds 
when AZT was given during the last 20 
weeks of pregnancy, intravenously during 
childbirth and to the newborn child. 


However, there are many unan- 
swered questions. The studies, in Europe 
and North America, involved only a small 
number of infants. The results may not 
apply to all HIV- positive women. AZT is 
toxic, and its long term effects on women 
and newborn infants are not known. Only 
one-third of infants born to women with 
HIV are HIV-infected themselves, there- 
fore many uninfected babies could be © 
exposed needlessly to AZT. 

Although some pregnant women with 
HIV in Europe and North America are 
taking it, more follow-up is necessary. 
Following the Delta trial it seems likely that 
women who choose to take anti-viral 
treatment during pregnancy will be 
recommended combination therapy rather 
than AZT on its own. 


Problems 

There are several disadvantages to 
anti-viral drugs. It is now clear, for 
example, that the virus quickly becomes ~ 
resistant to AZT. All these drugs are toxic 
and cause side effects such as nausea, b 
anaemia and muscle wasting, and - 
sometimes other serious illnesses. These .* 
side effects are more severe at higher i 
doses and more likely to appear in people 
with advanced HIV infection. For people 
without symptoms there are fewer side 
effects but the long-term impact on their . 
health has not been studied. 


People taking anti-viral drugs need 
access to regular and expensive ° 


" monitoring tests which require laboratory >> 


facilities and trained staff. For example, 


blood tests are needed to detect anaemia, 


« 


as well as high enzyme levels in the blood » 
which can lead to serious illnesses such, * 
as pancreatitis. Taking the drugs without: “a 
medical supervision can do more harm 
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Other types of anti-viral drugs are still 
i very early stages of development. 
tudies are taking place to investigate 
fugs called ‘protease inhibitors’ such as 
aquinavir. Protease inhibitors aim to 
eactivate the special HIV enzyme which 
nabies attachment to the white blood 
alls. Scientists hope that they will be less 
yxic than drugs such as AZT and ddl. 
rials are in preliminary phases and there 
; NO evidence at present to suggest that 
Vey prolong life or delay the development 
f HlV-related illnesses. 


mmune system boosting 

Another area of research focuses on 
trengthening or ‘boosting’ the immune 
ystems of people with HIV. It is hoped 
nat strengthening certain components of 
he immune system could protect 
41V-positive individuals from developing 
iinesses. For example, treatments to 
ncrease the number of white blood cells 
sould help the body to fight HIV for longer. 


There is debate among scientists 
about the value of these treatments. 
ncreasing the number of white blood cells 
sould also increase the number of these 
sells that are infected with HIV. The only 
arge trial, carried out with ‘imuthiol’ or 
DTC, found no clear evidence of benefit 
and even a possibility that it hastened 
development of HIV-related ‘illnesses. 
Another drug called ‘interleukin 2’, already 
used for kidney cancer, is about to be 
tested for its effect on the number of CD4 
cells. Experimental trials with drugs used 
for other illnesses are also under way. 


The immune system may also be 
suppressed when someone is poorly 
nourished or under stress. Many people 
living with AIDS can feel healthier and 
stronger if they are able to change their 
lifestyle and diet and reduce stress. 
Alternative approaches to strengthening 
the immune system involve using Chinese 
medicine and acupuncture, herbal 
medicines and forms of relaxation. Some 
herbal medicines are being yeni: 
although no scientific research has y 


been completed. Traditional and herbal \ 


remedies will be looked at in future issues 
of AIDS Action. adie 


RESEARCH UPDATE 


WHO photo by T Farkas 


pokevatous esting | is ani one part of the long process of developing new drugs. 


Affordable and effective? 


The results of recent studies are 
encouraging. However, therapies are 
extremely costly and many have side 
effects. Even people in North America and 
Europe, who have access to these 
treatments, are deciding not to take them. 
Unless effective and low cost therapies 
can be developed, the prevention and 
treatment of opportunistic infections such 


Developing new drugs 


yay TR 


cap 
. o 


as TB and diarrhoea continue to be the 
best strategies for most people with HIV. 
Appropriate care and ‘positive living’ can 
reduce stress and improve quality of life. 


Keith Alcorn, National AIDS Manual, 52 Eurolink 
Centre, 49 Effra Road, London SW2 1 BZ, UK. (See 
p12 for NAM publications.) 
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; New treatments need to be tested for safety and effectiveness in several stages, 
‘before they « can be licensed for commercial manufacture. The research process 


can 1 take many oa and ee 


. “laboratory studies to assess the impact of the drug ¢ on the virus itself 
a _ research on animals to study effects on health and the immune system ‘ 
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NUTRITION GUIDELINES 


Eat healthily, stay healthy 


Good nutrition is es 


|' is extremely important for a person 
living with HIV to eat a nutritious diet. A 
well nourished person is less vulnerable 
to illness whether or not they have HIV 
infection. Both HIV and poor nutrition can 
damage the immune system. 

lt is important to have reserves of 
energy to combat infections such as TB 
which use up the body’s energy, Or 
diarrhoea and vomiting which result in loss 
of nutrients. Both emotional stress and 
opportunistic infections can reduce a 
person's appetite. Infections in the mouth 
and throat, such as thrush or open sores, 
can make eating difficult and painful. 

Some studies have shown that HIV 
itself can cause severe weight loss. This 
can take the form of muscle wasting where 
muscle and other protein stores are used 
up, in addition to fat reserves. Healthy 
people with HIV infection are advised to 
eat as much as possible of a balanced 
diet. Some people like to take special 
vitamin and ‘energy-rich’ supplements. 
However, these are costly and are not 
necessary. 


It is especially important for people 
with HIV to have enough proteins and 
micronutrients such as vitamin A and iron. 
Vitamin A plays a key role in keeping the 
immune system healthy. Studies show 
that children who lack vitamin A have 
more frequent diarrhoea and respiratory 


infections. 


Nutritious and easy to eat 


Some foods can be made more nutritious 
and easy to digest. Porridge can be made 
more energy-rich by adding nuts or oil, 
by replacing some of the water with fresh 
milk or coconut milk, or by adding mashed 
fish, dark green or orange fruits and 
vegetables or fruit juice. 

Traditional weaning foods can be 
adapted for people who are sick or having 
difficulty in eating. Porridge can be made 
thinner, easier to swallow and more 
nutritious by ‘fermenting’ or ‘malting’. 

Fermentation turns some of the 
starch in the flour into acidic products. This 
sours the porridge, making it thinner with 


The World Health Organisation Golden Rules 


for Safe. Food Preparation’: : 
ata 5 


1. Choose foods processed for etay be eae ase ie 
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While many foods, such as fruits and. vege bles, “are best in ‘their natural state, others 


simply are not safe uniess. ‘they’ have’ been: 


ized as opposed to raw milk. Certain foo 


washing. 
2. Cook food thorouighly 


cesséd. *For ‘example, always buy pasteur- 


eaten raw, such as lettuce, need thorough 


238 ede . 
2 


sential for health. AIDS Action looks at nutritional needs of people with HIV. 


a higher concentration of nutrients, and 
also increases the absorption of some 
nutrients such as iron and zinc. Bacteria 
which cause diarrhoea are less likely to 
grow in soured than in ordinary porridge. 
One way to make soured porridge is to 
mix flour with water so the mixture is liquid, 
leave it to ferment overnight, and then 
cook as normal. The flour and water 
mixture becomes more sour the longer it 
is left. Cooked porridge can also be 
soured by adding a spoonful of previously 
fermented porridge. 

Malting means allowing cereal grains 
to germinate (start sprouting) by soaking 
them in water for two days, spreading 
them out on sacks and covering them with 
a damp cloth. They are then left in the 
dark and kept damp for two to four days. 
After malting, the grains should be 
washed and dried before they are roasted, 
fermented, or pounded into flour. It is 
important not to use grains which have 
developed mould because this can 
become toxic. 


Helping with difficulties 

What is good for a healthy person is good 

for a sick person. However, people who 

are sick with HIV-related infections may 

need a diet that helps them to: 

™ increase their appetite and take in 
enough nutrients 

@ help the digestive system cope with 
and recover from diarrhoea 


Many raw foods, most notably poul Itry, meats and Unpasteuttred mic are very often con- 
taminated with disease—causing pathogens. Thorough cooking will kill the pathogens, - 7 
but remember that the temperature of all parts of the food must reach at least 70°C. If 
cooked chicken is still raw near ‘the bone, cook it again until it’s done — all the way 


through. Frozen meat, fish, and poult must be thoroughl mbt d f w . uals : 
3. Eat cooked foods Immediately | se ghly ere atthe ~ During illness 


Sao — foods cool to room temperature, microbes begitt to proliferate: The longer _|t is important for the person to continue | 
pe a as : ae the Het To be’ bet é Safe side, eat eee o food just as soon as they to eat as much as possible. The food 
SG a we a! Sys ES % weit isa 
: Store cooked foods carefully ies ons Pi cees, PaOAN Wh ace ae sbeorsea 23 “7 Mirth pono sine! 
you must prepare foods ‘Ine 
under either hot (near or above-60 Mouth sores: the person may prefer to 
pe Mere Parnes if you ‘plant fo Stor eat food that does not need to be chewed, 
i tmmon ents ripen au for’example milk, porridge, soup, or 
e a . 
, ie a mashed fruit or vegetables. | 
arge a quantity of warm foo din th Of fd Ip an overburdened refrigerator, cooked ; ot to make the (nd t ite important 
Aust. ,, When the centre of the food! we f 00 watery because 
} fa : this reduces the amount of nutrients. Cool 
& “food can be more soothing than hot food. 


. Avoid using spicy and peppery foods. 


recover weight and strength lost 
during illness. 
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gol (near or below 10°C} conditions. This rule tt 
a2 ae for more than four or five. Sense hate for 4 
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NUTRITION GUIDELINES 


appetite: it is best for the person to 
small amounts more often than usual. 


S. If they feel nauseous, avoid strong _This is your best protection against microbes that ma 
lling foods and cooking smells that (proper storage slows down microbial growth but does not kill the organi 

er. . again, thorough reheating means that all parts of the food must reach ie Son 

rrhoea: this damages the gut so fewer 6. Avoid contact between raw foods and cooked foods 

trients are absorbed. Dam aged Safely cooked food can become contaminated through even the slightest contact with 
stines need easily digestible foods raw food. This cross-contamination can be direct, as when raw poultry meat comes into 

h as porridge or soups. Insome cases  SOntact with cooked foods. It can also be more subtle. For example, don't prepare a raw 


, . chi he sam i 
or oily foods can worsen diarrhoea cken and then use the same unwashed cutting board and knife to carve the cooked 


bird. Doing so can reintroduce all the potential risks for microbi 
ause the gut cannot absorb them. Milk _itiness poh. to cooking. og al growth and subsequent 


also Cause poor absorption in afew 7. Wash hands repeatedly 

ople. Dam aged intestines are Wash hands thoroughly before you start preparing food and after every interruption — 
etimes intolerant to lactose, the sugar especially if you have been to the toilet. After preparing raw foods such as fish, meat, or 

nd in milk. If the diarrhoea persists the poultry, wash again before you start handling other foods. And if you have an infection 

ian can consider exci ding milk from on your hand, be sure to bandage or cover it before preparing food. Remember, too, that 

Sit tn ‘ade whathas tin danhcea household pets often harbour dangerous pathogens that can pass from your hand into 


a food. 
sens. Other nutritious foods shouldbe —g._ Keep all kitchen surfaces meticulously clean 


en instead. Antibiotics can also worsen _ Since foods are so easily be contaminated, any surface used for food preparation must be 
rrnoea. kept absolutely clean. Think of every food scrap, crumb or spot as a potential reservoir of 
During illness, especially diarrhoea germs. Cloths that come into contact with dishes and utensils should be changed every 
vomiting, make sure the person drinks day ay boiled before re-use. Separate cloths for cleaning the floors also require frequent 
: washing. 2 

a ~— i A apelin th nem 9. Protect foods from insects, rodents and other animals 

, ; ’ Animals frequently carry pathogenic microorganisms which cause foodborne disease. 
ces, thin vegetable soups or yoghurt- storing foods in tightly sealed containers is your best protection. 
sed drinks. Oral rehydration salts 10. “Use clean water 
jution can be taken if available. Clean water is just as important for food preparation as for drinking. If you have any 
doubts about the water supply, boil the water before adding it to food or making ice 
for drinks. Be especially careful with any water used to prepare an infant's meal. 


continuation of “WHO Golden Rules...” 
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y have developed during storage 


uick recovery 
hen an acute infection passes it is 


portant for the sick person to have extra 
od in order to repair the gut, rebuild and prevents HIV from passing across the household has an orphan or is headed 


uscles and replace the body’s store of placenta from mother to child. This finding by a child, elderly person or woman with 
utrients that has been used up during _ is being investigated further. . no land. Decisions about who receives 
e illness. This extra food is needed until Breastmilk is the best form of nutrition food are made by local committees. — 
e body has regained weight. The person for every infant, especially during Maintaining food production It is 
hould try to eat one extra meal each day, diarrhoea. If the mother has decided not important to work with local people and 
nd it is good to have extra food at each to breastfeed, for example due to severe agricultural programmes to avoid food 
eal. HIV-related illnesses, ensure that the child shortages caused by a decline in farming. 
: is fed adequately using a cup and spoon Providing technical support, such as 
(see AIDS Action 27). After an attack of training on crop diversification and 


taying well : hey illness give older children an extra meal livestock management, transport, storage 
hen the person is feeling stranger, they until they are at least the same weight as and marketing, or providing credit can 
hould try to continue eating well, betore the illness. lessen food shortages and increase 
cluding foods that have not been eaten . 7 income. Some organisations work _ 
uring illness. Community copin legal associations to ensure lan 
Itis often difficult for people living with HIV inheritance for widows and children who 


would otherwise lose their land on the 


- death of a partner or parent. 


‘or women and children and their carers to eat well. Illness in a , 
Home care Home care and counselling 


ji pregnant women need extra nutrients, family is often linked yk ae! 
specially if they are anaemic (iron because, for example, adults may be too Se Non, 
Biclency). It is iiiportant for all pregnant _ sick to cultivate land or to earn income. should include Se erid neds 
lomen to have enough vitamin A through Food aid Some NGOs provide food aid Some ON hidth HIV ‘and their carers about 

orange fruits to families. However, many people in poor for people wit ition with locally available 
lable, Jiver or cornmunities are badly nourished or sick, improving nutrition W | 
1a 2 not just those with HIV. Providing food only products. "4 i", 
*“to people known to have HIV draws — ate 
~ attention to them when they may prefer Sources: Semba,R, 1994, Maternal ren a 
\e 6. to keep their HIV status confidential. Some gsi Hae Soe ants, 91603-1807. ; 
HIV-positive women with n fmal NGOs have chosen to provide food 1, The Lancet, vo’... ae aaa 
hyd vitamin A. It is thought that this ¥. hrough schools and mother and child _ ‘Malnutrition and Saree Aciia Department 
; because vitamin A is important for the health or TB clinics. One NGO in Tanzania ~ guidelines '(draft), 1995, Clty Nee 


nmune protection provided by the mother, ‘provides food to families where the baie estou 
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LEARNING THROUGH GAMES 


AIDS: everyone's task 


Organisations working in co 
community health group wo 


W 


hen we started talking about AIDS 
we realised that we did not have any 


teaching materials to share knowledge 
with people in a participative way. So in 
1989 we developed a board game called 
Learning about AIDS: everyone's task. 
The game is based on local people’s 
experiences and aims to: 


provide basic information on 
HIV/AIDS 

encourage discussion about ideas, 
beliefs and myths about AIDS 

give opportunities for open 
exchange of opinions and: views 
about sexuality and AIDS 

promote awareness of how AIDS 
affects the community and the need 
for HIV prevention. 


Everyone is affected by AIDS and has a 
role to play in fighting the epidemic. Every 
community is able to respond in a 
supportive, caring and effective way. But 
people need opportunities to discuss the 
issues and think about their attitudes and 
feelings. 


The game uses two sets of cards: 72 


‘Everyone's task’ cards with questions on 
HIV transmission and prevention; and 35 
‘Community’ cards describing possible 
situations in the community ,where 


problems and issues about HIV and AIDS, 
could arise (see examples). The issues 


are discussed in a booklet.which 
accompanies the game. It is. essential to 
have a skilled facilitator who.is aware of 
the issues that arise when talking about 


HIV and sexual health. .- 3: 
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People play the game in pairs using dice. 
Each player in turn moves their counter 
forward the number of squares on the 
board shown on the dice. If the counter 
lands on a square marked with 
‘Everyone's task’ the person picks up a 
card and answers it. When a counter lands 
on a ‘Community’ card square the group 
discuss the issue. These cards do not 
have ‘right’ or ‘wrong’ answers. 

The game was designed with a group 
of people involved in education or living 
with AIDS and is based on real life 
experiences. Each group who uses the 
game can change it for local use. For 
example, a group of students at the local 
university played the game during a 
special event. They made a large-scale 
version on a football pitch, built life-size 
models of the community buildings and 
made a giant dice. Groups in other 
countries could develop a new set of 
issues and questions for the players to 
consider. ..-’ . 

The game can be a useful part of an 
HIV prevention Strategy which includes 
three key elements: relevant information 
and education; access to services; 
changing social attitudes to enable every 
individual to develop their own sexuality 


‘healthily. and safely. The game both 
‘provides information and challenges the 
players to think about all the issues in their 
community. ; or 


Sonia Covarrubias, EPES, Casilla 360-11, 
Nufioa,Santiago, Chile. 
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Sample ‘Community’ cards: 


~ eal 
a 


Clinic: Free cond 
the clinic for Hiv 
condoms be 
you think? 


Nv Prevention. Should ~~: 
given out free? What do «: 


y on the & 
a role-play 
for a - rats pa 


Pharmacy: The pharmar 
ner sells condoms. 4 
vai you would as 


Home: Your husband 
@ football match at th 


him about this? _, .*" 


Ooms are available at * 


iS going away for. 


ealth deVelopment have a key role in AIDS education. EPES,a 
| they developed the game on page 7. 
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ANTI-HIV DRUGS ) 


Anti-HIV drugs: 
how do they. work? 
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B here are now two groups of drugs’ “pProtéase inhibitors block this assembly 
that have been approved for use * “process and therefore new HIV is not 
in HIV infection. These drugs. do not ‘produced. All of this takes place within 
cure HIV infection. What they do is to ie CD4 or helper T cell, the host for HIV. 
inhibit the reproduction of HIV.” There The following illustration shows the sites 
are two groups of anti-HIV drugs that do. where the - Wows ¥ 

this: reverse transcriptase inhibitors age 

protease inhibitors. “ 
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* - Reverse transcriptase inhibitors that 
have been approved i in the United States 


For HIV to pen it’ eeds to and Europe are zidovudine (ZDV;<also 


have its genetic material.“ angcribed”, 
in the host cell.” Reverse transcriptase. 
inhibitors affect this ‘tfanscript] Of 
process. The other group, of, drugs; ates 
called protease inhibitors. ahese a ect? 
another stage in HIV reproduction, When. name. Hi 
the virus needs to be “assembled.” 
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Hivid); d4T or stavudine (branc 
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: name e Zari and 3TC or lamivudine (brand 
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known by its old name AZT and its brand. SJ 

_name Retrovir); ddl or didanosine (also . hat 
LH 

-¥ Known’ as dideoxyinosine and the brand ; a yeal 

ame, , Videx); ddC or zalcitabine (also @ p ates 

. as, 5. dideoxycytidine and the brand. Ri 


name Epivir). ‘Nevigapine (brand name 
Viramune) is the latest of ‘these drugs to 


‘be approved in the United States. 
--Nevirapine is a non-nucleoside reverse 
transcrig tase inhibitor (NNRTI) while the 
Sother + 
, nucleoside afalogues. The NNRTI have 


dtugs ‘approved earlier are 


ere iside. effects than the 

gana jues. i 

NG 16) fease ‘inhibitors are newer drugs 
ha ave'sb een approved over the last 

rig Th @ approved protease inhibitors 

iY S aquinavir (brand name Invirase); 

oha\ r (trade name Norvir) ¢ ind indinavir 


V and essential crugs 


ith the increasing numbers of people 
infected, AIDS researchers and 
ivists are beginning to face the reality 
t to cure HIV infection may be an 
realistic goal. The retrovirus integrates 
if into the host cells where it can remain 
ent for long periods of time, virtually 
detectable and out of range of any 
rapeutic intervention. 


Several antiretrovial drugs — reverse 
mscriptase inhibitors and protease 
ibitors — have been developed at a 
pid pace over the last few years. These 
ugs work mainly by inhibiting the 
production of HIV buf they do not cure 
lV infection. While they are now 
utinely used in developed countries, 
eir high cost precludes their use in 
sveloping countries. 


The oldest antiretroviral drug being 
sed is zidovudine (also known by its older 
ame AZT and by its brand name 
etrovir). In Malaysia, the government 
ill subsidizes patients with HIV under a 
pecial budget allocation but the 
rospects of continuing this subsidy will 
ecline as the number of patients 
crease. The costs can be substantial if 
1 patient has to shoulder the expenses. 
he cost of a year’s treatment can run up 
) 9240 ringgit (about US$3696). 


Over 90 per cent of patients who 
evelop advanced HIV infection or AIDS 
ventually die from opportunistic 
ifections. All these infections are 
eatable, often with drugs that have been 
n the market for many years, but many 
f these drugs are also expensive. In the 
hilippines, for example, the daily cost of 
ral treatment with the antifungal 


etoconazole (200 mg) would cost P78, 
jhich is about US$3, half a day’s wages | 


1 the nation’s capital.. Other drugs used 


ESSENTIAL MEDICATIONS 


IV/AIDS and Essential Drugs: 
sues of Access and Affordability 


for opportunistic infections are even more 
expensive, such as those used for 
tuberculosis and for pneumonias. 


Impact of HIV/AIDS on health 
care services 


From 1983, developing nations have 
faced strong pressure to reduce their pub- 
lic expenditure on health services and 
other social sector services. In many de- 
veloping countries, the last decade saw 
the proportion of government expenditure 
on health fall as much as 50 per cent. The 
structural adjustment programmes (SAPs) 
of the World Bank (WB) and International 
Monetary Fund (IMF) further contributed 
to the worsening income distribution and 
inefficiency in resource allocation and use. 
The result has been drastic cutbacks in 
budgets for social programmes such as 
health, education, housing, etc. Impov- 
erished developing countries have been 
advised by WB/IMF to privatise health and 
charge user fees in public sector health 
care services. Unfortunately, the AIDS 
pandemic has hit developing countries 
during this time of drastic cutbacks on 
health budgets and worsening income dis- 
tribution of its peoples. 


The costs of HIV/AIDS to the public 
sector in most déveloping countries in 
Asia and the Pacific consists of the direct 
costs of treatment and the indirect costs 
arising from loss of productivity and 
income. The direct costs of treatment 
include costs of drugs, length of 
hospitalization, and the number of 
hospitalizations required per year for each 
AIDS patient. Direct costs also include 
the cost of control and prevention 
measures. _ 


..; Because a considerable portion of the 
health budget in most developing 
countries is spent on drugs, the trend now 
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in these countries is for the private sector 
to increasingly take over drug supply. This 
is either a deliberate state policy, or 
because finance for the public sector is 
lacking. As a result, the costs of drugs 
have become prohibitive particularly for 
the vast majority of poor. 


In these countries also, where the 
purchasing power of households has 
decreased in the 1990s, the effect or 
impact on the HIV infected individual is 
devastating. The decrease in purchasing 
power has contributed to an increase in 
demand on public health care services. 
With HIV/AIDS, the demand is 
exacerbated. SAPs, by increasing the 
price of imported drugs and in reducing 
public expenditures, has led in many 
countries to an aggravation of shortages 
_of essential drugs in health facilities. The 
impact on AIDS patients has been 
devastating. 


The problems are further com- 
pounded by a powerful pharmaceutical 
industry. For example, expensive 
branded drugs are favoured over generic 
substitutes of equal if not better quality. 
The recent Uruguay Round of the Gen- 
eral Agreement on Trade and Tariff 
(GATT) has resulted in a globalization of 
patents for pharmaceuticals, which will put 
many important drugs beyond reach. 
Countries such as India have in the past 
been able to produce low-cost drugs be- 
cause the treatment of HIV/AIDS related 
infections becomes a deterrent for .the 
vast majority of poor who are infected with 
the virus and who cannot afford the costs. 
This situation also encourages the prac- 
tice of self-medication which is far from 
rational, the use of traditional medicines 
and substandard but cheaper drugs which 
have not been tested for efficacy, quality 
and safety. In these countries, training 
on rational drug use is still insufficient, 
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ESSENTIAL MEDICATIONS 


information reaching the prescriber and 
consumers is tar from satisfactory, drug 
management remains weak and drug pro- 
motional practices continue to give cause 
for concern. The inappropriate use of 
medicines, even if not HIV-related, can in 
the long term affect HIV as well. Con- 
sider, for example, self-medication with 
antibiotics for sexually transmitted dis- 
eases. Incomplete treatment means 
these diseases remain widespread, and 
actually increases vulnerability for HIV 
infection. 


Conclusion 


In the Asia Pacific region and other 
parts of the developing world where 
almost one billion people live below the 
poverty line and where the impact of the 
epidemic will be the hardest, a major 
portion of health care costs for the 
treatment of HIV/AIDS are being borne 
by the people themselves and not by the 
governments. Drug treatment of HIV/ 
AIDS is very expensive. It is imperative 
that a strategy for containing costs must 
be found particularly in the pharmaceutical 
supply systems as this accounts for 
majority spending of the health budget. 


One way to do this is for governments 
to formulate and implement an integrated 
national drug policy (NDP) based on the 
concept of essential drugs and their 
rational use. The objective of a NDP is to 
enable governments to maximise 
resources and ensure the appropriate use 


of drugs. Some of the major components 
of a NDP include: 


i. Selection of a list of essential drugs 
to meet the health needs of the 
people; 


li. Use of generic drugs; 


iii. Criteria of drug registration to be 
based on safety, efficacy, Guay, 
health needs and costs; =" «5 

Sp Si Sap actes 

iv. Centralised bulk purchase of drugs * 
using international tenders; 

Vv. Regulation, control and monitoring of: 
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drug prices and drug promotion, 


vi. Provision of objective information to 
prescribers; 


ii. Local production of drugs, 


iii. National legislation on patents to 
exclude pharmaceutical products 
from patent protection; 


ix. Comprehensive drug legislation 
empowering the Minister of Health or 
his/ner representative to formulate 
rules and regulations to effectively 
implement the various components of 
the NDP, which should be applicable 
to both the public and private 
pharmaceutical sectors in a country; 
and 


x. Finally, governments must draw up a 
public health and drug policy 
specifically for HIV/AIDS. This is 
extremely urgent considering the 
rapid spread of the disease 
particularly in Asia. This policy should 
be made part of the Nationa! Health 
Policy of the country. 


- Shila Rani Kaur 
Consumers Intemational 
Regional Officer for 

Asia and the Pacific 
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ANNOUNCEMENT 


Asian AIDS IEC 
Resource Center 


The Population and Community 
Development Authority of Thailand (PDA) 
in collaboration with the Asian Regional 
Office of the AIDS Control and Prevention 
Project (AIDSCAP) has established an 
HIVAIDS Information, education and 
communication (IEC) resource collection for 
the Asian region. The resource collection 
is based at fhe PDA’s headquarters in 
Bangkok, Thailand. 


The objective of the collection is to 
promote sharing of experiences and 
effective approaches to IEC-based HIV 
interventions by increasing awareness on 
and availability of IEC materials produced 
in English and Asian languages. The 
materials collected will be reproduced and 
disseminated in response to request from 
Organizations in the region. The IEC 
materials will be described in a printed 
catalog and electronic data base, both of 
which will be made widely available. Using 
these resources, materials can be identified 
using search criteria such as target group, 
message themes, organization, types of 
materials available, and language. PDA will 
have a computer system available which will 
allow visitors using the center to search for 
materials. 


PDA and AIDSCAP are inviting 
organisations in Asia to take part in this 
initiative by incorporating their IEC materials 
in the collection. Expenses incurred in the 
reproduction and shipping of materials will 
be reimbursed. PDA is equipped with the 
resources to photocopy representative 
samples of posters, pamphlets, books, 
magazines, and stickers, as well as 
reproduce all types of audio-visual materials. 
All organisations which have contributed 
their materials will be provided with a copy 
of the collection catalogue and details on 
how to access or obtain these materials. 


The Asian AIDS IEC Resource Center 
operates for the benefit of all those working 
to prevent the spread of HIV infection in 
Asia. For more information contact the 
Resource Center at: 


8 Sukhumvit 12 
Bangkok 10110 Thailand 
“Tel: 229-4611-28 

ra ‘Obstacle. to Health for All, World: Health 


Sr fe 


"Fax: 2294632 
E-mail : IECPDA @mazart.inet.co.th 
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IV/AIDS discussions can 
become dull and routine. Durex, 
condom manufacturer, recently 
ade headlines with the release of 
e results of a global survey on 
exual attitudes and practices, with 
ubtle messages on safer sex. 
onducted in 15 countries with 
0,000 respondents of both sexes, 
he global survey provides some 
nteresting figures for comparing 
ifferent countries, including two in 
sia: Hong Kong and Thailand. Note 
hat the Durex report only states that 
hey used “appropriate research 
ethods for the survey: we do not 
now if the research methods 
sampling; questionnaires; interview 
ethods) were "scientific" enough. 
evertheless, we present some of the 
esearch findings as food for thought. 


The age for first sex varies from a 
low of 16.2 years in the United States 
fo a high of 18.9 years in Hong Kong. 
Thailand, with a figure of 17.3, is quite 
close to the global average of 17.6 
years. Unfortunately, there was no 
break down for males and for females. 


The survey asked respondents 
how often they currently have sex. 
The global average was 2.1 times per 
week or 109 times a year. The United 
States had the highest frequency with 
135 per year. Hong Kong had a 
frequency of 80 and Thailand scored 
the lowest among the 15 countries, 
with 64. 


There were significant differences 
in the motivations for sex. The United 
States came out as the most “selfish,” 


with 61 percent rating their personal. 


satisfaction as “+4 priorhy. Only 23 
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GLOBAL SEX SURVEY 


percent of the Americans mentioned 
“satisfying my sexual partner" as a 
priority And 16 percent said "not hav- 
ing an unwanted child." None of the 
Americans mentioned "not catching or 
spreading HIV/AIDS" or "not catching 
or spreading sexually transmitted dis- 
eases’ as a priority. 


The Canadians seem to be the 
most considerate, with 51 percent 
mentioning satisfaction of their sexual 
partner as a priority. However, in terms 
of preventing HIV/AIDS and sexually 
transmitted disease, the Thais seem 
to be the most conscious, with about 
51 percent mentioning these as pri- 
orities, followed by Brazilians with 36 
percent thinking of the prevention of 
HIV/AIDS and STDs. It is interesting 
though that the concern is usually 
over HIV/AIDS rather than STDs. 
Only in Hong Kong do we find great 
concern over STDs rather than HIV/ 
AIDS. There, 18 percent of respond- 
ents mentioned STD prevention as a 
concern while 8 percent mentioned 
HIV/AIDS prevention. 


In terms of actual practices, the 
Thais seem to be the most conscious 
about safer sex, with 82 percent 
saying they always use a condom with 
a casual sex partner. The Thais are 
followed by the French (69 percent) 
and the Australians (59 percent). 
Countries where respondents used 
condoms most were Hong Kong (27 
percent); Canada (25 percent) and 
Poang (0 percent). 


“The survey also asked respond- 


sim to rank nationalities that they 


thought would make the best lover. 
“Tne French and Italians came out on 
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top. Hong Kong ranked 11th: the 
Thais ranked 13th. (The Russians 
were 14th and the Poles, the 15th). 


Related findings were those on 
“national self-confidence" measured 
by the ratings given by respondents 
to their own countries in terms of their 
being the best lovers. The most 
confident were the Brazilians, with 89 
percent voting for themselves, 
followed by Italians (85 percent) and 
Americans (83 percent). The Thais 
were somewhat intermediate, with 56 
percent voting for themselves. The 
least confident nations were Poland 
and Russia (50 percent); Mexico (46 
percent); and Hong Kong (31 
percent). 


Durex just could not resist the 
temptation. They decided to come up 
with a composite score looking at 
quality of sex (whether or not partner 
satisfaction is important); safer sex; 
and quantity of sex to come up. with 
rankings on "which nationality really 
makes a great lover." The verdict? 
The French came out first. The British 
and the Americans tied for second. 
The Thais came out 12th and poor 
Hong Kong came in last. 


Asian reactions to the survey? 
We were only able to monitor Filipino 
newspapers which, as usual, whined 
and complained... mainly because 
Filipinos — who think Filipinos are the 
best lovers in the world— were not 
included in the survey. Next round, 


Durex? 


Source : Durex Global Survey 1996. 
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Feedback on TB issue of AIDS Action 


Congratulations on your Issue 30 on HIV and TB! 


it has so far the most informative and practical communication materials | have 4 
regarding HIV/AIDS and TB. | particularly commend your slant towards sete ae 
based efforts, the sensitivity to gender issues and to the care for care-givers. Noteworthy 
as well are the discussions on the current issues ranging on the integration of programs 


and actions on TB and HIV/AIDS prevention and control. 


We have requested all our UNICEF field offices in the East Asia and Pacific Region to 


subscribe to AIDS Action, Asia Pacific edition. 


Continue the excellent work that you are doing. All the best and more power! 


Very sincerely, 


Jaime Z Galvez Tan 
Regional Adviser - Health and Nutrition 


UNICEF EARPRO, Bangkok 10200 Thailand 


RESOURCES 


Nutrition for Developing Countries is a 
practical guide for nutrition workers working 
in the community and gives basic facts on 
nutrients and food. Available for £3.95 from 
TALC, PO Box 49, St. Albans, AL1 4AX, 
Herts, UK. 


What has AIDS to do with agriculture? is 
a booklet for agriculture workers and 
planners in HIV affected areas.For price and 
availability, write to Publications Division, 
FAO, Viale delle Terme di Caracella, 00100, 
Rome, Italy. ae. 


WHO model prescribing information: 
drugs used in sexually transmitted 
diseases and HIV infection is addressed 
to clinicians, particularly those in developing 
countries, as a guide in the selection and 
prescribing of drugs, in line with the latest 
knowledge on efficacy, safety, and costs. 
Available in English; French and Spanish in 
preparation. Sw fr 17.50 for developing 
countries. Write to : WHO Distribution and 
Sales, 1211 Geneva27, Switzerland. “= 
Newsletters geieey ? 
AIDS Treatment Update is a monthly 
newsletter providing information about new 
Clinical trials and treatments that are 
available mostly in Europe and North 
America, but can be useful for health 
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workers and researchers in developing 
countries. Available for £40 per vear from 
NAM, Unit 52, The Eurolink Centre, 49 Effra 
Road, London SW2 1BZ, UK. NAM also 
produce a twice-yearly A-Z of treatments 
and opportunistic infections, the HIV & AIDS 
Treatments Directory. 


AIDS Treatment News is published 24 times 
a year. It provides information on 
experimental and standard treatments for 
HIV disease, mostly aimed at North America 
and Europe. Available for US$120 per year 
or US$60 for six months from AIDS 
Treatment News, P O Box 411256, San 
Francisco, CA 94141, USA. 


Pacific Islands Nutrition is a regional 
newsletter for nutritionists, dieticians, and 
nutrition educators in the Pacific. Contact 
South Pacific Commission, B.P. 05. 98848, 
Noumea Cedex (New Caledonia). 


There are many groups set up by people 
living with HIV and AIDS providing support 
on treatment issues and care, including 
nutrition. For more information about local 
-groups contact Global Network of People 
Living with HIV and AIDS (GNP+), 628 
Fa igourse Road Singapore 218 568,The 
therlands or International Community 


“of Women living with HIV & AIDS, PO Box 


eh 


2338, London W8 42G, UK, 
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- The Asia-Pacifi ‘edition-of AIDS: ace $8 


regional editions in English, French, Portuguese 
and Spanish. It has a worldwide circulation of 
179,000. 


The original edition of AIDS Action is produced and 
distributed by AHRTAG tn London. 


The Asia-Pacific edition is produced by Health 
Action Information Network (HAIN). 


¢ AIDS Action Asia-Pacific edition staff 
Editor ML Tan t 
Managing editor Mercedes B. Apilado 


Layout Raffy Gutierrez ' 
Circulation A Llacuna 

Board of Advisers 

Dr Roy Chan (Singapore) 

Mr Jagjit Singh (Malaysia) 


Dr Mohammad Tufail (Pakistan) 
Ms Galuh Wandita (Indonesia) 


¢ International edition 
Executive editor Nel Druce ' 
Assistant editor Sian Long 


Design and Production Celia Till “{ : 


Publishing partners 

ABIA (Brazil), 25 

Colectivo Sol (Mexico) 

ENDA (Senegal) 

HAIN (The Philippines) 

SANASO Secretariat (Zimbabwe) - 

Consultants based at University Eduardo . 
Mondlane (Mozambique) Sy. g, 2 Rear ae 


Christian Ai 


&. 


. or 


bi 
eae 
+s 


© MATERIAL ON HIV’ AIDS 


ix ky © peat wee ranceuaae 

‘ Ay! wary coerce: 
- 4 Cle hats Apts 
+ 7 Ay i ‘op a sory i EDT. ¢ - 


nt Sapitie. egiat in salle wT 


mag ioe ~ 


Tee Get ak SBR. heap’ gin monty ane AIDS. 
e. emis a wt ant AGbe. © O Bek 411860; Sin Si 
piementitaat We aatianocacin NOM 0 3 


waite pena 


: 1 Chica ink ae: ope ss - a — - : Rest Soa . 2 one = 
afi sachs a onic as A. reQicrna) 
~— ite Or aaah Wats aie Tctens, 


od 

x 
77 
EY 

3 


Tee Aosthty <2 hee wh Me nls ae 
’ F a ee , ad io 4 i i ej. Son 


ad * ae ae. . ’ ; rip ney SA. ae 


* 
. ee GOOG ar’ Oh lag 
a“ P hie VR 4, Me ook Sina 
z , ' a nn ot Me —e 
we. . es : , 7 ac Ore ‘ te hil “i ilies ll 
| al - m 4 : . % z et 
~ ek ‘ ye ee 2 72: . S r a rag 7 ei 
) , ; } + Sa ii + 1, 
“ 
. Pha x 
” i a “3 2 , iy ‘ 
‘ . 7 
; ‘ 
P . 
. “4 “ + ‘ 
‘ ¥ * 
‘ ex es 
4 ' co een 
in jar - ‘ 
ae i \ a 
‘ +e . Py 
;: ‘ a ‘ 
Pr a - ’ ue , « a 
A vey oe oa] ‘ 5 Ld “ae / a“ ‘ . ‘ " , a 
i Ms ’ . st P mat ty on eee 


10 


MATERIAL ON HIV/AIDS 


SENT BY 


MEDICAL MISSION INSTITUTE 
AIDS AND INTERNATIONAL HEALTH DEPARTMENT 
SALVATORSTR. 22 
D-97074 WURZBURG 


GERMANY 


ptember 


ISSUE 
people 


project 


1g Wildfire 


>¢ conference 
S 


non information 
PHILIPPINES 


RTAG 


Healih Resources 
wes Action Group 


Asia-PAciFic EDITION 


MAKING PROGRESS 


Ai of us involved in HIV prevention 
and sexual health 
promotion, or in 
caring for people 
with AIDS, want to 
know how useful 


to collect information about our work and its effect 
on people, help plan future activities and adapt 
to changing situations. 

It is also important for projects to be 
planned and monitored well so that senior 
managers or funders understand how the aims 
of the project are being achieved. This makes 
it easier for staff to participate in external 
evaluations and develop proposals for funding. 


our work is. This 
issue of AIDS Action 


looks at simple ways 


Monitoring and Evaluation 


The words planning, monitoring and evaluation can sound technical and off-putting. Often projects 
are evaluated by outsiders in order to justify continued funding or political support and this can make 
an evaluation very threatening. 

However, monitoring and evaluating do not need to be difficult. If monitoring is built into daily 
activities, and if evaluation is carried out regularly with the involvement of the target audience, projects 
become more rewarding and effective. 

Both monitoring and evaluation are necessary for project management and planning. 


Monitoring means collecting information and keeping records about activities 
to check whether the work is being carried out as planned and to assess 
reactions of people receiving the services or involved in the 
project. 


Evaluation means asking “Did we achieve what we set Out 
to do?” and comparing the present situation with the 
past in order to find out to what extent original purposes 
have been achieved. 


People working In community-based 
organisations often have a very good idea of what 
they are doing and how well it !s being done. But it 
is very important for them to review their work 
regularly in order to answer two key questions: 

* are project activities achieving what 
they had set out to do’? 


* Is the project making a real and it is important to find out if people 


positive difference to people s Ticstaae feel chat che project is making a 
real difference to their lives. 


Dioject Wal UTE 


sO rticipasion means consulting everyone who is prs: 
by the work - staff, clients and the wider community in the 
process of deciding what the project aims to do, how it is done 
and how its effect can be measured. tah 

Most projects aim to improve a particular situation fora 
particular group or community. It is essential to involve people 
in identifying their concerns and problems, deciding which of 
these concerns are more important and possible to do, and 
what activities can best achieve these. 

Participatory approaches are only possible when senior 
managers and decision-makers are willing to accept the opinions 
of the people affected at community level. However, it is 
impossible to involve everybody all the time. 


Asking the 
right_questions 


It is useful to think about the 
following points to help decide who 
should be involved at what Stage: 


me 


change? Think about how you can gain their supy 
challenge their opposition if neccesary. 

* Who takes decisions about the activites and who 
expected to act on the decisions? They need to be in 


especially in planning new activities that will need 
resources or training to implement. 


All of us! 


Communities are made up of different people with 
different concerns and Priorities. People may see them 
as belonging to several different groups — defined by 

\ family, religion, workplace or a 
example. 

Within any community, 

groups of people are discrimi 

against. Women often have | 


_ status and power in deci: 
making. In considering 
Project's impact on women, 


their role, changes in the folle 


; Pape: ; areas may be useful to record: 
* What do you need to know and Cc OFMMUNLtTY par ticipation Y 


whose views and experiences are 


* numbers of women staff an 


neccesary when planning your project is essential, but with vorunteers On the pro 


and making it more effective? The 


* roles of women and men in 


? decision-making and skilled \ 
more directly affected a person is, the whom and how g 


more important their opinion. It is 
neccesary to involve those who often have less influence, such 
as people who are sick, young women or men, or those who 
are discriminated against by their community, 
drug users or sex workers. 


* Whose active support is essential for the success of the 
Project, such as funders, Managers, or leaders in the 


community? Try to include them in the process as much as 
possible. 


such as injecting 


Who is likely to feel threatened by the Possibility of 


in project and community 
activities 
numbers of women who are literate, and who rece 
Primary and secondary education compared to me 
roles of women and girls at home and in the comme 
— for example, often it is women and girls who care 
the sick people and children . 
possibilities for employment for women and men lor 
women’s and men's views on ability to negotiate sa 
sexual behavior in relationships 
level of reported and unreported domestic violence 
* legal status of women, for exarr 
in terms of inheritance and dive 
* numbers of unmarried and mar 
women with access to sexual ; 
reproductive health informat 
and services 
* women's views on the acceptabin 
of attending sexual health servik 
* women's income levels and acc 
to earning potential, such as lx 
rights or credit facilities. 


It is useful to talk with 


women to ensure activities : 
respond to their needs 


he diagram below shows the 
stages in a project's life, using an 
y example of where staff at a 

center decide to develop a new HIV/ 
ject with the local community. 


lanning steps 


do you want to achieve? 
the overall purpose or aim of the project. 


out what the situation is. Using 

ine surveys, needs assessment and 

ity setting excercises. Issues to survey 

project include: HIV/STDs, factors 

fasing risk such as male or female 

ation and poverty; condom availabilty; 
ual activity and risk. 


are you going to achieve the aim? These 
etimes called objectives and refer to 
strategies that can be measured over 


Vhat specific activities will achieve these 
ctives? Each activity needs to have a time 
e,a budget (including volunteer costs) and 
time allocated. 


/hat results do you want to see from these 
ites? These are sometimes referred to as 
omes and must aim to fulfill your objectives. 
¢ can be numerical targets (e.g. number of 
sle to be trained in six months). 


low will you measure or monitor how far 
ities are achieving objectives? You need to 
se markers or indicators which will show 
changes that occur. These suggest, but do 
prove, how far an objective has been 


eved. 


What tools will you use to collect this 
rmation? Staff and community volunteers 
4 to develop simple methods to collect 
rmation about activities and chosen 
rators (see pages 4 and 5). 


How will you use this information for 
ning? Regular review of information will 
} you see whether activities are going as 
ned and within budget. You may decide to 
» the activity, change it, or start again. 
-asional in-depth evaluations are also 
ded, followed by review of aims, objectives 
activities. The planning process then starts 
n. 


ee ricjcct Planning | 


t Plans 


Project Staff 


la. The new project aims to: 

* improve sexual health among potentially 
vulnerable groups 

* strengthen their coping strategies for 
reducing the spread of STD/HIV 


2a. Staff prepare a baseline survey looking at : 

* clinic STD figures 

* STDs treated by traditional healers, private 
doctors and pharmacists 

* deaths from HIV/AIDS, where known 

* clinic attenders’ assessment of service 

* condom availability 


3a. Staff decide that the project can achieve its 

aims by : 

* improving STD care for women 

* providing sexual and reproductive health 
education in clinic 

- promoting and providing condoms 


4a. The clinic staff plan to: 

* train staff on HIV/AIDS/STDs 

* provide STD education and treatment for 
women and men 

* improve links with hospital e.g. training ,drug 
supply and laboratory tests 


5a. In the clinic, activities will result in : 

* better STD diagnosis and treatment 

* increased client knowledge about HIV/STDs 
and satisfaction with services 

* increased contact tracing 


6a. Clinic indicators could include: 

* numbers of women seeking STD treatment 

* numbers of women with STDs at ante-natal 
clinic 

* numbers of condoms distributed 

* reported client satisfaction and reduced 
stigma 


7a. Tools include : 

* clinic records 

* medical supervisor checklist of counselling 
and diagnostic skills 

* focus group discussions with clinic attenders 
every six months 


8a. At regular project meetings, staff look at 
records, discuss any difficulties and review 
progress and possible improvements. 


An evaluation includes surveys, interviews and 
record analysis for comparison with the 
baseline survey. The results are discussed 
internally and, with advisory group, written up 
for funders and national managers. 


AIDS ACTION Issue 32 july - September 1996 €> 


Community Links 


2b. Staff set up meetings with groups including 
clinic attenders, women, religious leaders 
teachers, traditional midwives, healers and 
young people, to discuss current situation and 
prioritise key concerns. An advisory group of 
representatives is selected to meet regularly 


with project staff at every stage, and co-ordinate 
community activities. 


3b. With staff 
support, the 
advisory group 
decide on 
additional 
objectives, e.g. 
* improve 
economic 
situation, 
especially of 
women 
* encourage 
better 
communication, especially between young 
men and women 


4b. The advisory group plan to: 

* select and train community educators 

* improve condom access via shops, 
pharmacies and community educators 

* have community discussions about STDs and 
sexual relationships 

* set-up income generation schemes 


Sb. In the community, results include: 

* improved communication between men and 
women about sexual matters 

* increased use of condoms 

* increased actions to reduce poverty 


6b. Community indicators could include: 

* reported domestic violence/arguments 

* condom sales in bars 

- establishments of women's credit schemes 

* more reports of sexual responsibility and 
willingness to use condoms 


7b. Tools include: 

* community questionnaire to ask about 
condom use, STDs, etc. 

* observation of condoms displayed in 
pharmacies, shops and bars 

* focus group discussions and community 
meetings 


8b. Advisory group attends project meetings 
and discuss any issues with community. 


Results are fed back to community meetings 
where the activities are assessed and the 


excercise of setting priorities is repeated. 


Lloniterc Ale) 7 vols 


Coillecti: 


- 


Informatio) 


A IDS A ction looks to the ways you have decided to to specific questions | : 
measure whether the activity is * diaries, kept by participants jy 
at some simple methods going as planned activity 
* make sure that the recording * group discussions of case stud 
that comm unity system is easy to use and that the events, such as clinic staff ana 
person using it understands and is why a child was not referrec 
progects can use to committed to the process hospital in time 
OG ae ees * make sure that the information is * observing the community, loo 
collected by the person most at events or people's behay 
involved in the activity. For and recording these observat 
Most organisations nre already example, supervisors who visit 
collecting information about their activities village health 


- and often collecting more information 
than can be used! The important points 
to remember are: 


clinics are in the 
best position to 
do regular checks 
on drug supplies. 
Young peer 
educators are 
often the best 
people to fill in 
questionnaires 
with participants 


* collect inf ormation systematically - 
record sheets are not useful if they 
are not filled in regularly 

* be selective — only collect 
information that refers specifically 


in a peer 
Hindi; ont about keelings education 
session. 


What to wrice 


Simple and accurate record-keepii 


can be part of everyday work. 
Collect 


Monitoring and evaluation can 
be especially difficult for projects 
working on sensitive issues such as 
sexuality and relationships, or 
challenging views about how men 


and women behave. It is hard to el 
explore changes in people's sexual * focus group discussions wher 
behavior, values, or attitudes. People Information that can be measured in people with specialist knowled 
may not want to share personal and numbers is often called quantitative. This or common interests discus: 
sensitive information or may not feel means asking questions about when, who, specific topic in depth 
able to say what they really think or which, how much or how often. * interviews with groups or individ 
do. Information about people's feelings or to collect views on a partict 
However, changes in public attitudes that cannot be measured in issue, such as whether people y 
behaviour may be influenced by the numbers is often called qualitative. Both HIV feel that their quality of car 
same factors that affect private of these methods are neded to be able to improved following a trainin 
behaviour, and these are easier to explore reasons for both expected and programme for their carers. | 


unexpected results and to examine some 
of the possible causes. 


observe. For example, activities 
aiming to increase young women's 


After collecting information it 


confidence in negotiating sexual There are a variety of simple tools important to check your conclusions ¥ 
relationships can be monitored by for collecting information: the people involved, before planning furt 
recording whether young women activities. | 
speak out more in meetings, and by * records, for example, of purchase A monitoring system can cost me, 
asking them what they feel about and distribution of supplies, number and must be included in the budget. } 
their confidence levels. of peer educators trained or example, training and supervising, print 
community meetings held forms and staff time al! cost mor 

* questionnaires or surveys, used to Community and volunteers also have th 


gather a broad range of answers OWN Costs in time and energy 
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ocus group 
iscussions 


focus group discussion (FGD) involves talking about a 
ular topic in detail with a small group of people who share 
mon experience or area of interest, and are often of the 
sex and similar age. Holding a series of FGDs on the same 
or activity at different stages of a project can show how 
ts, feelings and reported practices are changing. 

mce a topic for discussion has been decided and the 
tives for the group set, a question guide should be drawn 
project staff. The questions need to be general and open- 
d to let people talk about their views and concerns. 

or example, a question guide for an FGD which aims to 
ut the needs of women carers might include: 


e or two introductory questions to help people feel at useful to have prepared a picture or a written list of questions 

and start a general discussion on the topic, such as: When to hand out. 

ne is sick in your family, who usually takes care of them? Finally it is important to ask a general question such as : Are 

are the advantages? What are the difficulties? there any other comments that you would like to make about 
Two to four general questions to encourage people to talk taking care of someone who is sick at home? 

the main issues in their own words. For example, asking 

they did yesterday to help the sick person in the family A facilitator leads the FGD, encourages people to talk freely 
checking details, such as what tasks they did at different and ensures that the conversation does not stray too far from 
's of the day. the question guide. Another person records the key points of 
More detailed questions to find out responses to particular the conversation. 
S Or suggestions, such as : How do you feel about taking Ideally, a group should be between 6 and 12 people to allow 
: of someone who is sick at home? What is the most difficult everyone to participate. A discussion should not normally last 
gabout taking care of someone with AIDS? Where can you more than an hour and a half. It is important to check that 
or help when it is hard to care for someone alone? These everyone agrees with what is being recorded and hears or sees 
stions should pick up key issues raised earlier. It is sometimes the final report. 


Progiections. 
Me ost 


use Pimple’ a ee C 
one isveasiest to. “minutes, then peo} 
a dc : ses ‘only one ee gees : oe 
ds Which Gatlice be Se ea ON, 
Fo Pobtiin ® precise “s Braparition See 
i How many times in the -~° “The questionnaire: 
: iseful. to collect only | GE 5 pre-teted) wih sn | 
ch'can be. remembered ‘= _who- are similar, ;tot atte ew 
am ple, instead of How ‘finterviewed This ensures that 


ou denen ne IDR U2! + ie yar teas to undead 
rticular answer suchas Do Pou artes. ashy ripenizeny ti nes have you been} fo: *..willing to answarstnen 
OI ee EERE TIT Whee four vcest . exerveynr row howe 
Vou ey > men chee Opene ne Ut 6 \y ord ath are. ay oa vathe pre-test. will aso ston ite 
stions require the Fe age oe peg ue dental, such as person, wich HIV.. -eeron cole | 


alr ow h words. | sy, a rather tl lan AIDS Victim, or more than easily analysed. 
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. vou 
nger answet'lt their 


/Moni toving and = valuation 
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Designing Appropriate Evaluation: 
for HIV Prevention Interventions: 
A Case for Behavioral Surveillance 


“Did it work?” is the most common and critical 
question asked by organisations engaging in or funding HIV 
prevention interventions. lt may seem simple enough, but 
embedded within the question is usually a host of other questions: 
Did it work compared to nothing at all? Did it work compared to 
another intervention using another approach? Did it work to 


change behaviour? Did it work to reduce HIV prevention? Did it 


work to sustain the organisation over time? 

These multiple meanings of what works?”are what frequently 
lead to misunderstandings about the effectiveness or success of 
a particular project since two individuals evaluating a project 


intervention may have differing conceptions of the question. 
Furthermore, the methodologies used to answer the above 
questions are radically different. 

A useful differentiation to help guide the evaluation of the 
Project is to first determine whether the intervention is trying 
something new and innovative or whether it is using tested 
strategies. If the project is experimenting with a new 
intervention, then it should be considered a “pilot” or 
“ demonstration” project with a considerable portion of the 
budget (sometimes as high as 60%) and effort devoted to 
evaluation. Such a project should emulate field trials of vaccines 
which are tested on small numbers of people and their results 
then analyzed before dist) ibuting the vaccine to the greater 
population. An untested HIV prevention intervention should 
likewise work with small numbers of individuals and utilize 
an experimental design with an inter vention and comparison 
£rOup or site The results of such 4 design will demonstrate 
the effectiveness of the intervenrian 
however, it should 


N desi2zns or budgets 


as noted above, but rather devote funds and effort to servi 
many people as possible to reduce disease prevalence. This 
not mean that such a service-oriented project should nc 
evaluated, but rather that the evaluation should focus on diff 
aspects of project implementation. 

The table (at right) highlights the differences between p 
and service-oriented projects. 

The AIDS prevention and Control Project (AIDSCA} 
Family Health International, a worldwide AIDS prevention prc 
for developing countries which is funded by the US Agenc) 
International Development, has been working on evalua 


PILOT/DEMONSTRATION SERVICE 


Test the Strategy Implement a 
Tested Strategy 


One Controlled 


Overlapping 
Intervention 


Interventions 


Few Many 


Low Evaluation 
Budgets 


High Evaluation 
Budgets 


Low management 
burdens 


High management 
burdens 


Concentration 
on service 


Concentration on 
measurement rigor 


Depends on Study Fast as possible to 


reduce disease 


egies for HIV prevention projects for the past five years. 
ifically, AIDSCAP has been focusing on some alternatives to 
tional knowledge, attitude and behavior (KAB) surveys which 
been conducted by agencies for decades — from family planning 
IV — to determine the effects of their projects. 

Evidence and experience from decades of KAB surveys 
ests that they have perhaps not been useful as originally 
eived. The reasons for this are varied. First, well-executed 
} surveys require social scientific expertise which many 
ementing agencies do not possess. Furthermore, it is often 
alistic to attempt to build this expertise into an agency whose 
ion is essentially intervention-based, not research. Several 
ws of KAB surveys have pointed out that the sampling designs, 
tionnaires and analysis of a fair amount of KAB surveys have 
| lacking in methodologic rigor. 

Finally, it is not uncommon for several agencies 
ie working in the same geographic area with the same 
lations but providing different complimentary services. If each 
cy is required by their funding agency to conduct a KAB 
ey (which is often the case), this can lead to a plethora of 


ee istorii and tall eattivnn 


low-quality data with little utility to anyone. 

AIDSCAP has been increasingly implementing large-scale 
behavioral surveillance survey (BSS) projects to take the place of 
burdensome, unmanageable KAB surveys. Similar to KAB surve s 
behavioral surveillance surveys are quantitative surveys based - 
a structured questionnaire. Unlike a KAB survey, however, the 
BSS is meant to serve as the evaluation instrument which provides 
indicators for a group of agencies who are working together ina 
specific geographic area with several target populations, 

An organisation which implements a BSS project is usually a 
university or research firm with expertise in quantitative data 
collection. This organisation works closely with intervention agencies 
both in the data collection phase as well as in the analysis phase. 

Examples of BSS include Bangkok, Thailand where AIDSCAP 


Pyid it work compared to 
nothing at all? 

Tid it work compared to 
another intervention using 
another approach? 

Lid it work to change behaviour? 
Did it work to reduce 
HIC prevention? 

Lia it work to sustain 


the organisation over time? 


implemented a three-year, five-wave behavioral surveillance project 
with OPTA, a research firm, to provide information on sexual 
risk behaviors for over 10 agencies working with the Bangkok 
Metropolitan Administration in the Bangkok Fights AIDS Project. 
In the State of Tamil Nadu, India, AIDSCAP is assisting the AIDS 
Prevention and Control Project (APAC) of Voluntary Health 
Services in implementing a behavioral surveillance project of eight 
population groups across the state. The BSS there will provide 
yearly behavioral indicators for the project over five years. Similar 
BSS projects are in developnient with AIDSCAP assistance In 
Indonesia, Cambodia, and Senegal. 

Behavioral surveillance can reduce much of the management 
burden of conducting evaluations of projects by consolidating an 
evaluation of multiple agencies and strategies within the high- 
quality project. It can likewise serve as an effective policy tool to 
inform government leaders and policy-makers on high-risk 


behaviors of key population groups. 
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EVALUATING 


Wild fire 


discussion was conducted among Wildfire facilitators, who b 
now had gained a wealth of experience in using this learning activity, ! 
The facilitators were asked to share their experiences and give 
recommendations on how Wildfire could be improved. | 
Another. FGD was conducted among nursing students who | 
had just gone through a session of Wildfire in one of Health Action | 
Information Network's workshops. The FGD among participants 
was intended to elicit feedback, and at the same time validate the. 
inputs of the Wildfire facilitators. | 


Wildfire —a group activity which explores the emotional 
issues related to HIV/AIDS — was featured in the April-June 1995 
issue of AIDS Action in the article “Understanding HIV” (page 7). 

In the Philippines, Wildfire has been used by both non- 
government organizations and the Department of Health as a 
component in workshops on HIV/AIDS. Wildfire is not used on 
its own, but rather, it is part of a workshop package and 
complements the other activities conducted during the workshop. 

To evaluate the effectiveness of Wildfire, a focus group 


Facilitators share their insights 


The FGD among facilitators of Wildfire focused on questions regarding the effectiveness of Wildfire, factors which affect aol 


and recommendations on how the activity can be improved. 


The FGD yielded valuable information which could be used b 
Highlights of the FGD are discussed below. 


Factors that affect effectiveness 


- Capability of the facilitator. The 
credibility as well as the skill of the 
facilitator is very important. Flexibility on 
the part of the facilitator would also 
contribute to an effective Wildfire session. 

- Composition of the workshop 
group. Facilitators noted that a 
homogeneous group — one where the 
participants have similar characteristics — 
was often more effective than a 
heterogeneous group. 

- What comes before Wildfire. 
Wildfire is part of a training package, and 
its placement within the workshop is 
crucial. Workshop Participants would 
usually go through a discussion of basic 
HIV/AIDS before undergoing Wildfire. This 
way, they have a better understanding of 
the exercise. Wildfire also allows the 
workshop facilitators to check if the 
Participants understood what had been 
discussed in the basic HIV/AIDS course. 

~ What comes after. Discussions or 
exercises in risk reduction measures are 
usually very effective after Participants have 


undergone Wildfire. Having realized their 
potential vulnerability to HIV infection, 
they are usually more receptive to ideas 
and suggestions on how to reduce risk of 
infection. 


The success of Wildfire as a learning 
activity rests heavily on the facilitator. The 
following are recommendations to 
improve the skill of the facilitator: 

- Experience Wildfire as a participant 
first. Before a person facilitates a Wildfire 
session, experiencing Wildfire first as a 
participant would be of help. This way, the 
facilitator will be able to empathize better 
with participants of Wildfire sessions he 
or she will facilitate in the future. 

- Be familiar with the guide questions. 
While beginners may need a checklist to 
make sure that the discussion flows 
through the correct process, it is better if 
the facilitators do not need to refer to 
the training manual while handling Wildfire. 
A short checklist of key words may be 
used instead. 
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y other facilitators to improve the conduct of the group activity. 


. 
| 


: 
4 


- Practice is essential fo 
improvement. The facilitators noted thz 
it usually takes three sessions of facilitating 


of Wildfire 


While the facilitators acknowledgec 
that there is room for flexibility in the 
conduct of Wildfire, there are essentia 
components which should not be left out, 


- “Sexual transmission" (shaking of . 
hands among participants) 

- Prevention 

- Realization of exposure 

- Counseling/testing 

- Living with HIV 

- De-briefing 


| 
Feedback from Workshop Participants 


he focus group discussion among nursing students who Some participants, however, perceived Wildfire as 
~ - - . . . : ” an 
just participated in Wildfire centered on how they felt “unnatural” situation, others felt that they were bound b 
ng the Wildfire session, the messages conveyed by the the rules of the exercise to behave in a certain iat 
y. 


p exercise, and their perceptions regarding the Understandably, some participants experienced negative 


tiveness of Wildfire. feelings during the group exercise, particularly those who 


For the workshop participants, there were many had been “exposed ” to the virus. For example, one 
Sages conveyed by Wildfire, among them the importance participant would not have had multiple Partners in real 
revention — otherwise the disease can indeed spread 
wildfire. 

The workshop 
ticipants were 


life, thus risk of exposure would be lessened. The 
. Participant felt bad 
because she became 
“exposed” to the 


st unanimous in 
g that Wildfire is 
ctive. Wildfire 
S$ an Opportunity 
explore. the 
chosocial. and 


=. t 

kshop’s vicarious 
erience of HIV at : 
srsonal level made 
siert understand 
complexities of 
1g WithyHIV and 


virus in the course of 


», the group exercise, 


which she felt was 
unfair because she 
would have behaved 


’ differently in real life. 


It is during 
situations such as 
these that the skill of 
the facilitator in 
handling emotional 
issues becomes very 
crucial. By processing 
negative feelings such 
as these, the 
facilitator can help 
the participants turn 


negative emotions 
into more affirmative 
learning experiences. 


CD 


AIDS Action 
would like to 
| acknowledge the 
2 atl an participation of the 


Some participants felt carried away by the strong following Wildfire facilitators: Dyeri Andamo, Gladys 
<n : weer OF rz 


tions aroused by Wildfire. Itisin instance§.s ch as these Cortez, Joel de Mesa, Ted Nierras and Bernard he: ; 

the skill of the facilitator becoriies eve {ore crucial. The FGD. among Wrens pee ae be 
, de-briefing is 2. step which should not be missed. 15 representatives from the following academic bs ; tr 
With regard to ways to improve the conduct of. Aquinas University, Bicol University, Ago Medic 


dfire, some participants felt that there should have been ; Educational Centérand Immaculate Conception College, 
eper “mental conditioning” ora “more detailed briefing... alll located in Albay,‘Philippines. 
< soo 3 noty 


\e 
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One Worl 


gf, 


d One Hope 


he Qancouver C onference 


MICHAEL L. TAN 


(7 he | Ith International Conference on AIDS was held in Vancouver, Canada from July 7 to 11, 1996, with about 15,000 aa 
f 125 countries. The conference was preceded by media reports about breakthroughs in drug therapy, particularly around a new 
ii i-HIV drugs called protease inhibitors. The last international AIDS conference was held in 1994 in Yokohama, Japan, and was 
group of ner cn faane disappointing results with a large clinical trial involving the use of zidovudine (AZT). How | 
‘axe i a eecinar's theme of “One World, One Hope, especially for Asia and the Pacific? What was, and was not, featured 
oe agencies’ releases, and why? The following summary of the conference highlights should help you to decide. 


Epidemiology 


At the conference, a report released 
by UNAIDS (Joint UN Programme on HIV/ 
AIDS), Family Health International and the 
Harvard Medical School evaluated the 
status and trends of the HIV epidemic. 
Globally, it is now estimated that there are 
some 22 million people living with HIV and 
AIDS, including some 21 million adults and 
800,000 children. About 94 percent of 
people living with HIV are in developing 
countries. The pandemic is estimated to 
grow at the rate of about 7,000 new 
infections per day, or about five new 
infections per minute. Since the beginning 
of the epidemic, almost 6 million people 
have died from HIV and AIDS. 


The report did have some good news: 
infection rates seem to have “stabilized” 
Or are decreasing in some developed 
countries, including the United States, 
Australia and New Zealand. There is also 
evidence that in countries like Uganda and 
Thailand, HIV prevention efforts may be 
slowing down the epidemic at least with 
some population groups. At the same time. 
infection rates are rising rapidly in many 
developing countries. In Asia, there is 
great concern over the increasing rates in 
countries like India, Cambodia and 
Myanmar. Despite comparatively low 
prevalence rates, India now has the 
world’s largest number of people with 
HIV/AIDS simply because of its large 
Population. Again showing how HIV is a 
disease of development, infection rates 
continue to rise among certain populations 


in developed countries. In the United 
States, these include “ communities of 
color,” i.e., minority groups such as Blacks 
and Hispanics, who continue to be 
unreached by effective HIV prevention 
programs. 


The Conference logo (at right), 
and one of the NGO booths : 


at the conference exhibit. 


Viral Loads, HIV Subtypes, and Chemokines 


Two areas of basic research 
dominated many of the discussions at the 
conference: (a) viral loads and (b) 
chemokines. 


Since 1995, medical researchers in 
the United States have pushed for the use 
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Basic Research about HIV: | 
| 


of viralloads asa way of monitoring 
HIV disease. “Viral loads” is a lay term 
which is not quite accurate. What it 
actually refers to is plasma viremia, or the 
levels of virus in the plasma. Using 
polymerase chain reaction (PCR) tests, it 
is possible to detect HIV RNA fragments 


. 


material) in the blood. By looking 
s viral load, it is possible now to 
up with a prognosis, i.e., evaluate 
atient’s stage of HIV disease. For 
, in men with HIV-| RNA levels 
4500 copies/mi of blood, about 
Id be expected to survive for the 
years while the median time for 
to develop would be about 7.8 
If the RNA levels are between 4501 
3,000, the five-year survival rate falls 
and the median time to AIDS 
be 6.6 years. The use of viral load 
tter predictor than CD4 cell (T4 
lymphocyte) counts. Testing for 
viral load also allows for 
monitoring of the effects of 
drug treatment — a drug’s 
efficacy would be monitored 
by the decrease in HIV viral 
load. The problem with viral 
load testing comes mainly 
with its high cost. 


There were several 

papers on the distribution of 
HIV-| subtypes. There are 
now ten subtypes of HIV-| 
that have been identified: A 
to | and O. These have 
specific geographic 
distribution. For example, 
subtype B dominates in 
Europe and North America. 
In Thailand and parts of 
theast Asia, subtype E is identified 
t frequently. Papers at the Vancouver 
erence did show that there seems to 
1 trend toward mixing of these 
ypes. Thus, one study showed that 
© a third of the identified subtypes 
| patients in Germany are now non- 
., subtypes from Asia and Africa are 
more frequent. Dual infections with 
ypes B and E are also now being 
ted. 


There is concern that this 
‘national mixing could mean changes 
e epidemic’s transmission patterns. 
ypes from Asia and Africa, for 
nple, seem to be transmitted more 
ently through heterosexual contact. 
mixing of subtypes also means that 
ine research would have to be 


reoriented. At present, vaccine products 
are based on subtype B and therefore may 
not be effective to protect against other 
subtypes that occur around the world. 


Clearly, HIV-! is marked by great 
genetic variation, not just across countries 
but also in individuals. Researchers 
reiterated earlier findings showing rapid 
mutation in the virus, including resistance 
to drugs. 


The other focus of basic science 
papers was on chemokines (also known 
as cytokines). Until recently, HIV’s 
destructive action was attributed to its 
being able to bind itself to CD4 receptors 
in T-cells in the blood, which are important 
in the body’s immune system. Recent 
research shows that HIV also binds itself 
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| tor fits on chenichdnes which 
are’ chemi cats” In the body that attract 
immune CEéllé to sites of infection. HIV’s 
target would ‘therefore be cells that have 
both CD4 and chemokine (more 
specifically, CC-CKR-5) re¢eptors. These 


3 findings are important for the development: | 
_ Of future drugs since it means that there 
are now two co-receptor sites that should 


be blocked as part ofan anti-HIV 


treaument: Other researchers warned that 


more research is needed on other possible 
suppressors of HIV replication. Jay Levy 
of the University of California said CD8+ 
cells from long-term: nonprogressors 


_ (people infected with HIV but who have 
‘not developed AIDS) have a substance that 


seems to inhibit HIV replication, at least 


in-the laboratory. Levy called this 


substance CD8 antiviral factor (CAF). 


The use of protease inhibitors in the treatment of HIV drew the 


most media attention. Over the years, a 
number of drugs called reverse 
transcriptase inhibitors (e.g., zidovudine, 
didanosine) have been developed against 
HIV. These drugs work by interrupting the 
process of copying or transcribing HIV 's 
genetic material. The protease inhibitors 
work on another phase of HIV’s 
reproduction: the assembly of ‘the new 
virus after the genetic material has been 
copied. Logically, combining reverse 


transcriptase inhibitors and protease - 


inhibitors may offer better chances of = 
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working against HIV because it affects 


different phases of HIV reproduction. 
Since December 1995, three protease 
inhibitors have been approved (see box). 


Ros 
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A small study conducted at the Aaron 
Diamond AIDS Research Center showed 
that the use of three anti-HIV drugs — 
zidovudine, 3TC and ritonanvir — resulted 
in aviremia, i.e., there was no evidence of 
viral reproduction in the blood. However, 
the study involved only 12 patients, ‘of 
whom only nine remained with the mine 
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Nucleoside Analog Reverse 
Transcriptase Inhibitors 
Zidovudine (ZDV, AZT, Retrovir) 
didanosine (ddl, dideoxynosine, 
Videx) 

zalcitabine (ddC, dideoxycytidine, 
Hivid) 

stavudine (d4T, Zerit) 
lamivudine (3TC, Epivir) 


Non-Nucleoside Reverse 
Transcriptase Inhibitors 
nevirapine (Viramune) 


Protease Inhibitors 
saquinavir (Invirase) 
ritonavir (Norvir) 
indinavir (Crixivan) 


ae 


. ey | of the American Medical “sanctuaries” where HIV may remain, for example in the central) 
published in a special issue of the Journa 85 percent of patients nervous system. If such sites exist, treatment would be more 
re ies HD aged Peake new a difficult since existing anti-HIV drugs are not able to penetrate 

a : . : 
ee nates could achieve undetectable he: rs the blood-brain barrier. } 
levels of plasma HIV.” The optimistic mood of 
the statement seemed to be shared by other 
medical researchers, who are now using 


Clearly, “viral eradication” will not be easy . The 
drugs are all capable of causing serious side effects, 
: Sigh which means that long-term therapy will be very 
terms such as eee. a ieee «- difficult. Viral enence to the drugs also develogh 
er & hi were even ey : em ‘rapidly,even when different drugs are combined. Finally, 
oF the sehen a sy etgp ia might soon there is the high cost of the drugs. Each of the new 
» ectatghlired’ chronic disease, where ~ ry . protease inhibitors would cost from US$6000 to $80 
medicines could be used to postpone, indefinitely, % a per year,an amount which is considered high even by peopl 


the development of AIDS. a living in developed countries. Anger and frustration over the 
lack of access to these medicines were expressed both by North 

Other medical researchers are more cautious. Dr. David American AIDS activists as well as by delegates from developing 

Ho of the Aaron Diamond AIDS Research Center suggests that countries. 


anti-HIV therapy may need to focus on different | 
“compartments” of HIV infection: free virion (virus particles); While tuberculosis is now recognized as the most common 
infected cells; T-cells that carry latent infection and macrophages Opportunistic infection in AIDS, there were few Papers | 
that harbor HIV. Treating the macrophages, which are long- presented on the disease. The papers that were ahaa 
lived, may be the most difficult, requiring up to 3 years of focused on drugs, mainly the growing problem of resistance to 
treatment. He also said that it is not clear if there are other anti-tuberculosis drugs. ; 
Prevention Technologies and Programs 
tion Technol dP 
With so much focus on States for women aged 25 to 44 (and effective against HIV. Elias described 
antiretroviral drugs, it was not surprising the leading cause of death among African- current research on microbicides, 
that less attention was given to work on American women). Elias said that substances that could inhibit or kill HIV 
the development of technologies to “...NONcONnsensual sex, the fear of and other microorganisms causing 
prevent the disease. domestic violence or economic sexually-transmitted diseases. These 
abandonment, and difficulties in initiating include older spermicides such as 
Dr. Christopher Elias of the or sustaining discussion concerning nonoxynol, octoxynol and menfegol. The 
Population Council gave a plenary condom use greatly limited many problem with these spermicides is that 
presentation on female-controlled women’s prevention options.” they are detergents and can be irritating 
methods to prevent sexual transmission in the genital tract. Despite widespread | 
of HIV. Elias noted that AIDS is now the Elias noted that female condoms promotion of nonoxynol as a method to 
hird leading cause of death in the United have been available since 1992 and prevent HIV, Elias noted that there is still 
that these seem to be no consensus about the chemical’s role 


in preventing HIV. Research is now 
Ongoing to develop new 
chemicals or reformulate the 
older ones. The 
development here is quite 
slow since there is still 
little interest from private 
companies, who do not 

see these microbicides 
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ing commercially viable. Such 
cts may therefore not be available 
next few years. Elias emphasized 
any female-controlled method 
be seen as a complement to male 
nsibility. 


here was renewed interest in the 
f zidovudine, this time for reducing 
isk of perinatal infection. Dr. 
ne Bryson, who delivered a 
ry paper on perinatal infection, 
that studies show zidovudine can 
e, by as much as 67 percent, the 


ew Tests 


ce 
Oancouver C7 


enkervence 


perinatal infection rate. However, women 
with HIV would have to start taking the 
drugs when they are |6 weeks pregnant. 
The costs are, again, substantial. 


Several papers in the conference 
focused op the need to integrate different 
services, and technologies, for preventing 
HIV. These related mainly to the 
integration of reproductive health 
services, particularly family planning and 
the prevention of sexually transmitted 
diseases (STDs). One paper showed that 
in Malawi, HIV levels in the semen were 


much higher in patients with urethritis 
(caused usually by £°norrhea and 
trichomonas). Two weeks after 
treatment, the semen viral loads in these 


men decreased. This could reduce the 
infection rates. 


One last non-biomedical form of 
technology received increasing recognition 
for its potential in HIV prevention: 
information technologies. Several skills- 
building workshops demonstrated how 
information: can be accessed rapidly 
through the Internet and related services. 


he conference became an occasion to publicize new HIV 
dy tests, including those that can be used for home test- 
(The home testing kits allow for collection of samples at 
e but the sample still has to be sent to a laboratory for 


detect HIV infection, lay people might easily become confused 
and think that saliva and urine can transmit HIV. Great caution 
is therefore needed to explain that levels of HIV in blood and 
urine are not infectious. 


ng.) Most testing today uses blood but the new kits are 
to detect HIV antibodies in saliva as well. (Shortly after 
conference, a 
e test was also 
oved by the US 
J and Drug Ad- 
stration.) The 
} using saliva and 
e are promoted as 
g easier to use and that 

are safer since these body flu- 
ire not infectious. 


The availability of 
new, less expensive 
tests, coupled with the 
introduction of new 
antiretroviral drugs is 
sure to spark more 
debates about testing. 
Increasingly, AIDS 
groups in developed 
countries are 
recommending testing 
on the premise that 
early detection will 
mean early treatment. 
Such arguments may 
not always apply to 
developing countries, 
where treatment and other 
support services are still 
inaccessible. There are also 
concerns about such tests in developing countries where 
there are less guarantees of anonymity and informed consent. 
Michael Merson, who used to head the World Health 
Organization's Global Program onAIDS, recommended that 
policies on testing should be based on"sound and scientific 
data and in consultation with consumers.” He also 
recommended that home HIV testing should focus on 
screening rather than on diagnosis. 


The home testing kits have also sparked 
lebates on their appropriateness. A debate on 
first day of the conference brought out social and 
ral issues relating to home testing. Proponents argue 
the availability of testing in the privacy of the home could 
yurage more people to take the tests. Others argue that 
€ tests may not be as accurate. All the tests rely on a 
ction of HIV antibodies rather than on the virus itself. These 
odies may not appear until several weeks after infection 
so-called window period). Thus, false negatives are possi- 
There are fears, too, that home testing might not be ap- 
jriate because of the lack of appropriate pre- and post-test 
selling. Would such tests open the way to abuse by po- 
border guards, employers or even sexual partners who 
it use such tests indiscriminately? 


New HIV tests are less 


invasive such as the one 


which uses oral swabs. 


None of the debates tackled the implications of saliva and 


2 tests for HIV education. Given that the tests are used to continued on page |4 
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Mobilizing Communities 


UNAIDS’ Purnima Mane, who delivered a summary of the 
sessions and papers on social and behavioral sciences at the closing 
ceremony, noted that “Everything that needs to be said has been 
said. Since no one listened the first time it was said, it needs to be 


said again.” 


Earlier in the conference, Richard Parker delivered a plenary 
speech that in many ways set the tone for discussions on policies. 
Parker talked about the shifts in models, away from information- 
driven programs seeking individual change and toward multi- 
dimensional models of collective empowerment and community 
mobilization. 


Parker noted that early in the epidemic, prevention programs 
had to say that everyone was vulnerable to HIV. This was a 


on 


tackled global political and economic issues. Meurig Horton ¢ 
the United Kingdom said that activities of transnationas 
corporations, assisted by policies of the International Monetar: 
Fund and the World Bank, have imposed reductions on governmen 
budgets for social services and that these impact on the HI | 
epidemic. Horton noted that “iPeople are considered worthy of 
health care only if they are considered economically producti , 
contributing to the global economy.” He observed that the World 
Bank is now more influential in defining global health policies th 

the World Health Organization and that priorities for AID® 
programs dépend on whether they represent priority growth 
markets for western consumer markets. 


The heated discussions about politics and inequality were 


matched by the very active participation of AIDS activist groups | 


“necessary fiction” to move away from the idea of “high-risk 
groups.” At the same time, this tended to obscure the fact that 


some people are more vulnerable to HIV because of oppression, 
exploitation, and violence. 


Parker argued that it is possible to aim both for individual 
behavioral change and social change, and that one must recognize 


how science, politics and ethics are all mutually implicated in all 
we do. 


There were in fact several sessions marked by debate around 
political and ethical issues. Several presentations showed how a 
needle exchange program — giving clean syringes and needles to 
injecting drug users — could decrease infection rates. Yet in many 
countries, including the United States. this option has not been 
implemented because of Opposition from conservatives who argue 
that the program would only encourage drug use. 


One panel discussion on “AIDS, Politics and Inequality” 
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Members of the militant ACT-UP were active in demonstrations 
during the opening and closing ceremonies as well as in several. 
plenary sessions. They also conducted daily demonstrations agains 
drug companies, accusing them of profiteering from the epidemics 


The conference was marked by greater visibility of NGOs 
particularly organizations of people living with HIV/AIDS (PLHA)5 
Both at the opening and closing ceremonies, there were several 
speakers from such organizations. At the Opening ceremonies 
Doreen Millman, a silver-haired Canadian, courageously addressed 
thousands of delegates, declaring she had HIV and asking, “ You're 
wondering how someone like me, a 63 year-old grandmother, got 
infected.” After a brief pause, she continued: “The answer i 
very simple. . . It just doesn’t matter.” 


At the closing ceremonies, an Indonesian PWA, Susana Murni! 
stunned the audience when she started her speech by rejecti 


the call of a previous speaker to “fast-track” medicines i 


developing countries. Murni said the call was “offensive anc 


oe” 
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ing” and that Third World people were not to be guinea 


lor drug experiments. It was an eloquent contribution to the « S$" 
prence with a message that rejected condescending pity. very thing tha t needs 
, 
he NGOs continued a tradition of holding a community to be said has been said. 


before the conference. The Vancouver forum resulted in 

lormation of a global working group of NGOs concerned 

the protection of human rights of persons living with HIV/ einer no one listened 
Another working group called for global standards in 
ment and care. A third group recommended the integration the first time it was said 
esearch into community programs while a last group é 
mmended that national AIDS programs should allocate at least 


ercent of their funds to NGOs and community-based groups. it needs to be said AGAIN. ie 


As the conference came to a close, the distinction between 


“biomedical” and “political” issues became artificial. At the 
closing ceremonies, Dr. Michael O'Shaughnessy presented a 
summary of Track B (Clinical Medicine) papers. He noted one 
paper showing that Africans with AIDS, in London had better 
survival rates than other population groups. Thus, the poor 
outcome of African patients in Africa was clearly related to a 
lack of access to services. O'Shaughnessy said the problem 
cannot be fixed by drugs alone. He concluded his 
presentation: “ We speak of one world, but in reality we 


are worlds apart.” 


The joint report from UNAIDS, Family Health 
International and Harvard Medical School notes that “ais 
the HIV/AIDS pandemic is now composed of distinct 


ch with their own features and force, and 


epidemics ea ‘ 
loping world. 


disproportionately impacting on the deve der 
The conclusion, drawn from cold epidemiological statistics, 
should force governments and NGOs to seriously look into 


the reasons why such distinctions have emerged. 
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Effective HIV/AIDS activities: NGO 
work in developing countries. Report of the 
Collaborative Study. UK NGO AIDS 
Consortium. 1996. This report summarizes 
highlights from evaluation studies of | 9 field 
organisations in developing countries and 
13 agencies based in the United Kingdom. 
The report shows how different 
methodologies can be used to evaluate 
various types of HIV/AIDS activities in the 
areas of prevention and care. The 
methodologies used include focus groups; 
individual and family interviews; costing 
analysis and process documentation of 
projects in various stages of implementation. 
One important lesson from the 
collaborative study was the need to analyze 
HIV/AIDS activities in relation to 
organisational structure and effectiveness. 
Among the participating organisations were 
six organisations from India, Thailand and 
the Philippines. Other countries 
represented were Ghana, Uganda, Zambia, 
Zimbabwe and Brazil. Copies of the report 
are available from the UK N GO AIDS 
Consortium, 37-39 Great Guildford Street, 
London SE! OES, United Kingdom. 


Broadening the front : NGO responses 
to HIV and AIDS in India by | Shreedhar 
with A Colaco. 1996. Describes the 
pioneering work of seven India NGOs in 
response to the HIV epidemic in India. 
Limited copies are free for developing 
countries, £2.75/copy elsewhere. Available 
from TALC, P.O. Box 49, St. Albans, Herts, 
ALI 5TX, UK. 


Evaluating HIV/AIDS health promotion. 
P Aggleton, D Moody, A Young. 1992.A 
resource for HIV/AIDS health promotion 
workers in health authorities, local 
authorities and voluntary organisations. 
Available from Health Education Authority 
c/o Marston Book /Services Ltd, PO. Box 
87 Oxford OX2 ODT, UK. £10.95. 


HIV/AIDS project planning manual 
for NGOs. J Huddart. 1993. Manual for 
non-governmental organisations working in 
AIDS with information that can assist in 
improving planning and project development 
skills. Available free from UNDP. Regional 
Projects on HIV/AIDS, 55 Lodi Estate, New 
Delhi 110 003, India. 


Tools for project evaluation : a guide 
for evaluating AIDS prevention 
interventions. 1992. Reviews evaluation 
methodologies with Suggestions for 
evaluating HIV/AIDS projects in developing 
countries. Includes guidelines and a 
bibliography for further reading. Available 
for free from AIDSTECH/Family Health 
International, PO. Box 13950, Research 
Triangle Park, Durham, NC 27709, USA. 
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Toolkits is a guide for the assessment, 
monitoring, review and evaluation of the 
impact of a development programmed on 
people's lives. A practical aid for 
development workers offering tools for 
participatory rural assessment (PRA) and 
logical frameworks analysis (LFA) which can 
be used at different stages of the process, 
and adapted to different situations. Available 
in English from Save the Children, Publication 
Sales, 17 Grove Lane, London SE5 8RD, UK. 
£6.95 plus 15% for postage and packing. 


Community HIV prevention handbook 
covers the key steps for action planning with 
communities. For more details contact 
UNAIDS, 1211 Geneva 27, Switzerland. 


Manual of group interview techniques 
to assess the needs of people with AIDS gives 
guidelines on running group interviews to 
plan HIV care programmes. Available free 
from WHO Documentation Centre, 1211! 
Geneva 27, Switzerland. 


Partners in evaluation is a practical 
handbook for community-based 
programmes on monitoring and evaluation 
with local communities. Available for £3.20 
from TALC, P.O. Box 49, St.Albans,AL!| 4AX 
UK. 


Self-evaluation is a simple guide for rural 
community development programmes. 
Available for US$5.00 plus postage from 
World Neighbours, 4127 NW 122 Street, 
Oklahoma City, OK 73112, USA. 


New Resources 


Stepping stones is a training package on 
HIV/AIDS, gender, relationships and 
communication skills for running workshops 
with community members. Available for 
£85.00 (4 manuals | video), £47.50 (1 manual 
| video) or £12.50 (manual only) from TALC. 
Contact TALC for details of Swahili, Luganda 
and French language editions. Limited copies 
free to orgnisations in Sub-Saharan Africa on 
written request to TALC. 


Facing the challenges of HIV/AIDS/ 
STDs: a gender-based response contains an 
outline of the issues that affect women and 
men, and practical training exercises. 
Available free from KIT, Mauritskade 63, 
Amsterdam 1092 AD. The Netherlands. 


; 4 : & 
For more information on HIV/AIDS. gender issues, and 
sexual and reproductive health, you may contact: 

HIV/AIDS Inquiry Services 

AIDS Action Asia-Pacific 
9 Cabanatuan Road 
Philam Homes | 104, Quezon City 
Philippines 
Telephones: (632) 927-67-60 or 929-88-05 

Fax: (632) 927-67-60 

Email: hain@mnl.sequel.net 

Web site: hetp://www.hain.org 


’ : 


: 


~~ Fax: (632) 9276760 = 3 3 


- http://wwwhain.org 


- based on her or his article or phe grap 
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AIDS Action is published quarterly in seven 
regional editions in English, French, — | ; 
Portuguese and Spanish. It has a world idels 
circulation of 179,000. i | 


The original edition of AIDS Actionis 


produced and distributed by AHRTAG in” || 
London. a 


4 
¢ AIDS Action Asia -Pacific edition staff i 
Editor ML Tan taf 
Managing editor Mercedes B. Apilado — 
Layout Dennis C. Corteza _ ae | 
Circulation A Llacuna : 
Board of Advisers i 
Dr Roy Chan (Singapore) - 
Mr Jagjit Singh (Malaysia) 
Dr Mohammad Tufail (Pakistan) 
Ms Galuh Wandita (Indonesia) 7 


¢ International edition 

Executive editor Nel Druce : 
Assistant editor Sian Long f 
Design and Production Celia Till 


Publishing partners 
ABIA (Brazil) 
Colectivo Sol (Mexico) y 
ENDA (Senegal) — ; _ | 
HAIN (The Philippines) 
SANASO Secretariat (Zimbabwe) 
Consultants based at University Eduardo 
Mondlane (Mozambique) > | 


el 


The Asia-Pacific edition of AIDS Action is 
supported by The Ford Foundation, ¢ aA FOD, 
" Christian Aid and Levi Strauss For eas 


SUBSCRIPTION DETAILS 22 
If ycu would like to be put on the mailing list 
to receive AIDS ‘Action, please write to: - 


Se MAIN | 256353. igeaets See tees 
:,, .x: No. 9 Cabanatuan Road, Philam Homes- 
~~ Tel: (632) 9298805 /.9276760 “<= pes: 


#, 


_ Exmai:hain@phil gn.apcorg 73 


- Annual subscription charges is 
‘Free. Readers in developing coun 
- US$20 “Individuals elsewhere _—_- 
US $40 Institutions elsewhere __ 


REPRODUCING ARTICLES 
AHRTAG and HAIN encourage the * 
reproduction or translation of articles in this 
newsletter for non-profit-making and 
educational uses. Please clearly credit AIDS 
Action/ AHRTAG/HAIN as the source and, 


if possible, send us a copy of the rep 
articles. 


AHRTAG (Appropriate Health Res: 
_ Technologies Action Group) is a UK-b 
international development agency wh 
supports the goal of health for all by - 
promoting primary health care. 
Registered charity (UK) no. 274260 


OWE ies 
HAIN (Health Action Information N tk) 
a Philippine NGO involved in research andl 
information on health and development isst 
Registered with Securities and Exchange < 
Commission 127593 2 hein ARR 
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MATERIAL ON HIV/AIDS 


SENT BY 
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EDUCATION FOR LIFE 
A BEHAVIOUR PROCESS 
FOR GROUPS 


INTRODUCTI 


WHY "EDUCATION FOR LIFE"? 


Inthe beginning of the AIDS pandemic, a great effort was made to ensure that all people had sufficient inf ormationa ou 
the disease to protect their lives and to prevent the spread of the virus. There was a heavy emphasis on mass medi 
messages, posters, and input sessions. All of this was necessary. However, just as with all public health programm cs 
as the years have passed, it has become evident that inf ormation on its own is not enough to bring about behavior change. 


MORE IS NEEDED THAN SIMPLY INFORMATION 


AND/OR THE PRESENCE OF FEAR. 


This process, called "Education for Life", is an attempt to provide that "more" and Lo assist those with information about 
AIDS to take the next important step. 


The PREVENTION OF AIDS is a CALL TO LIFE, the life of the whole person. This person is a sexual being, not just 


a person who has sex. Thus, any effective preventative programme must take this into account and deal with the person's 
whole life. This life is dynamic, always changing. It must change if the person is to grow. 


"TO CHANGE IS TO GROW. 


TO GROW IS TO CHANGE OFTEN." 


— a EE 


Change is normal; behaviour change is normal; change of sexual behaviour is normal. It is a process of growing into 
freedom of choice and intimacy; a process of becoming more fully human. ‘ 
However, many people seem to have a defeatist approach to the change of behavior, especially sexual behaviour. It is 
often assumed that people cannot change their behaviour, and prevention strategies have been designed based on that 
assumption. It is not true. Human beings do have the inherent capacity to change, and given help and encouragement, | 


we % do change. Experience has proved this. Unfortunately, the voices of people with this expcricnce are not often 
eard. 


In December, 1991, a grou 


a p of people were called together in Dakar, Senegal to explore the whole issue of behaviour 


ange as preventative strategy. From the shared experience of this group the following Statement of Belief. 


STATEMENT OF BELIEF 


WE BELIEVE THAT INDIVIDUALS AND WHOLE COMMUNITIES HAVE THE INHERENT CAPACITY TO 


CHANGE ATTITUDES AND BEHAVIOURS. THE POWER TO FULFILL THIS CAPACITY 1S OFTEN DENTE 
OR IS NOT EXERCISED. CITY IS OFTEN DENIED. 


l 


IS POWER MUST NOW BE RECOGNISED, CALLED FORTH AND SUPPORTED FROM BOTH WITHIN 

D WITHOUT. THIS WILL ENABLE PEOPLE TO INITIATE AND SUSTAIN BEHAVIOURS THAT PRO 

OTE A HEALTHY STATE OF MIND, BODY, SPIRIT AND ENVIRONMENT. A CRITICAL COMPONENT 
THIS PROCESS IS A SUPPORTIVE RESPONSE TO THOSE LIVING WITH HIV IN THE COMMUNITY 


RECOGNISE THAT BEHAVIOUR CHANGE AT INDIVIDUAL AND COMMUNITY LEVEL IN THE 
ESENT HIV PANDEMIC IS A COMPLEX AND ON-GOING PROCESS. IT IS INEXTRICABLY LINKED TO 
H BASIC HUMAN VALUES AS CARE, LOVE, FAITH, FAMILY AND FRIENDSHIP, RESPECT FOR 
PLE AND CULTURES, SOLIDARITY AND SUPPORT. 


THE PRESENT PANDEMIC AFFECTS EVERYONE. OUR EXPERIENCE AS AFFECTED AND INFECTED 
INDIVIDUALS PROVES THAT BEHAVIOUR CHANGE IS POSSIBLE. WE BELIEVE THAT BEHAVIOUR 
ANGE IS THE MOST ESSENTIAL STRATEGY IN OVERCOMING THE HIV PANDEMIC. 


is statement confirms the need to promote the "Education for Life" Programme. 


HISTORY OF THE EDUCATION FOR LIFE PROCESS 
Crisis situations often stimulate inspiration. This is proved true in the following narrative by Sr. Kay Lawlor. 


In 1988 duriny acelebration at Kalungu Secondary School (Masaka, Uganda), a school where several seminars 
had already been held on AIDS, I was suggesting another session of input for the new students when the 
headmistress surprised me by saying, "I can't listen to one more talk on AIDS. You people come here and tell 
us how it is transmitted and how fast it is spreading and each time the statistics get worse. No one is helping us 
to stop it." This quite shocked me and I began to get defensive, saying: "it's not possible to stop it if the people 
themselves won't change their behavior". "Help them to do it then", she said. I went away with that statement 
ringing in my cars. 


Several days later I realized that I was stlll defending myself and our programmes in my mind; it was not 
productive,It was then that I decided to try and solve the dilemma by applying the method of counselling that | 
L used in the Pastoral Care and Counselling Department of Kitovu Hospital. It is a problem solving and action 
oriented approach based on the "helping skills" model of Gerard Egan (see Egan,G. "The Skilled Helper’. 
Brooks/Cole Publishing Company, Monterey, California, 1986.). A key facet of the model is the ongoing 
evaluation of the process; 


ONE NEVER FAILS UNLESS ONE STOPS TRYING 


In order to learn from the "apparent" failure of the approach at Kalungu, I needed to look more closely at the 
problem in a systemic way. 


Llooked first at the present reality and saw that we were stuck in giving the same inf ormation over and over again 
to as many groups as possible. The message was getting to the people but change wasn t occurring in me 
behavior. Were we missing something? Yes. In stressing the facts about AIDS, emphasis was being placed on 
the disease and not on the underlying behavior. There was no help given to them to look at the social, economic, 
cultural, and psychological stresses underlying their actions. Most people believe deep down that they = i 
little choice. The focus needed to be shifted. Like most people when they reach this stage, I wanted CONCEE 
solutions. However, by staying with the process I began first to surface possibilities and to — mar 
usefulness. Drama, role plays, discussions, all came to mind, most were already being used. pees eee aes : 
was an ongoing process which utilized the principles of behavior change; a process that would lake Pp 
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sat [could use the same "helping skills" model in our preventativ 


' -1 worked on this it became clear U : . Mee ay 
agroup. AS ‘oblem. With this the "Education for Life" process was born. 


work that I was using to try and solve this pt 


‘ 
The teachers at Kalungu were most enthusiastic and cooperative. A Programme was drawn up, enfleshing tt 
Process and training sessions were held for group leaders. Students met in small groups with a group leader on 
a week and followed guide questions which kept them on track with the process. This was the concrete 


beginning. 


Since then, the use of the "Education for Life" Process has been incorporated into many different programmes; it has 
grown, spread and been greatly enriched. Throughout this time, the underlying process has remained the same while 


the way it has been enfleshed in programmes has varicd greatly. 


Groups such as Basic Christian Communities, Community Based Health Care Programmes, Parishes, Youth Clubs, 
Family Life Teams, hospital departments, schools, and government agencies have used the process creatively and 
enthusiastically. It has been used in classrooms, in the training of Ugandan UNICEF-sponsored health educators, in the 
Muslim community, in industry; wherever people are in need of help in preventing AIDS. : 


It has been noticed over the years that the groups making the most consistent and effective use of the process have 
recognized and incorporated an clement necessary for bringing about a SUSTAINABLE CHANGE; the element of 
FAITH. This is a reference to and a dependence on a Higher Power, a Spiritual Source, God; however an individual 
understands this. 


By early 1995 it became evident that the use of the "Education for Life" Process had begun to spread rapidly and in: 
varying directions, It needed to be assessed and updated. The booklet also needed to be redrafted to make it more useful 
to those interested in integrating this approach into their programmes. Thus, in April, 1995 a small group of people 
experienced in the use of the "Education for Life" Process met and shared their experience. What works? Where are 
the problems? What have we added? How have we enfleshed it? How can we make the booklet clearer for others? Out 
of this sharing and evaluation this revised version of the "Education for Life" manual has been 

produced. 


For this sharing and help, special recognition and gratitude are given to: 


Sr. Doreen Comboni Missionary, Gulu 

Sr. Jo Wardhaugh Franciscan, Kenya 

Sr. Miriam Duggan _ Kamwokya Caring Community 

(Kampala, Uganda) 

Joseph By akatonda Kamwokya Caring Community 

Richard Kirya Youth Alive Club, Kamwokya 

Charles Sserunjogi Youth Alive Club, Kamwokya 

Cecilia Mukasa Youth Alive Club, Kamwokya 
THANK YOU 


DERSTANDI BEHAVIOR CH 


This is not intended lo be a complete review of the subject of behavior change; itis simply a look at some of the princi ples 
and factors underlying the "Education for Life" programme, and which help to concretize the Dakar Statement. 
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GROUP PROCESS IS IMPORTANT 


During our lives we learn ways of behaving mainly from those around us. This learning begins with conception; 
it is further influenced by the situation surrounding our birth: and throughout life it is constantly being affected 
by family, friends, education, faith and environment - all that surrounds us. 


Each person is unique, with an unique experience and unique opportunity to grow. At the same time, each person 
is immersed in community and social groups. It is that fact that led to considering working mainly with a group 
process, Especially when we talk about tht youth, peer pressure takes on a prominent role. It is easier to change 
and maintain behaviors when there is support of a group. 


BEHAVIOUR CHANGE IS DIFFICULT - WHY? 


It is common knowledge that it is not easy to change one's behaviour. There are no easy answers to why this 
is so; it is acomplex problem. However, there are conditions that can be recognized as affecting the ease or 
difficulty of change. In simple terms, behaviour is hard to change because our present behaviour is: 


i, A HABIT 


As behaviors are repeated, habits are formed. The stronger the habit, the harder it is to break it. Everyone 
has habits they have tried to break without much success. Motivation is important; the person must want 
or admit to the need to change. The process used to change is also important. Often we can dis- 
cover this process by examining the habits that we ourselves have managed to change. 


2. COMFORTABLE 


Human beings choose behavior that leads to comfort; it takes strong motivation to choose what is uncon- 
fortable. Abstaining from sexual intercourse is seen as uncomfortable by many. Young people are very 
aware of their sexual feelings and energies; they often see abstinence as painful and as a deprivation. 
For adults the refusal to have sex may result in loss of livelihood, spouse or partner, or sense of identity; 
all of which is seen as uncomfortable. 


. 5 WITHOUT RESISTANCE 
Familiar behavior occurs without resistance; any attempt to change meets with resistance. 
4. REWARDED 


People often repeat behaviours that are rewarded and avoid those that are punished. This appears a 
simple fact at first but in AIDS prevention it becomes very complex; only the person concerned really 
knows what is reward or punishment for him/her. Culture, gender economic condition, eine and 
many other factors come into play here. Women have often been heard saying that they would es 
have a child and die young than to live to an old age childless, the child is a greater reward than their 
own life. 


2. SELF-CHOSEN 


The "child" inside of each person fights to maintain autonomy and resists changes that are seen to be 


imposed by another. This again is especially true of young people. They are in the process of determining 


their own identity and accepting boundaries for their actions; independence is important to them as they 
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consider it a sign of being "grown up . 


to make free responsible choices. THIS IS TRUE 


» true sign of being grown up is the ability : a 
The! . . {licence which often is an enslavement to public opinion, 


FREEDOM. Today, many people operate out o 
peer pressure OF social dictation. 


All of this can be summed up by a [ew key words: 


GROUP* **COMFORT***REWARD***HAB IT***RESISTANCE***SELF-CHOSEN 


An understanding of these words is essential to behavior change. 


Also essential is the BELIEF THAT CHANGE IS POSSIBLE. Without this belief, one will not even begin to try to | 
“ 


change or to help another to change. 


Ill. . HOW BEHAVIOUR CHANGES ( | 


A process is a series of stages moving towards a definite goal. Behaviour change is acomplex proccss that can © 
be broken down into a three major stages: | 


1. Know and accept the present reality (behaviour); 
2. Choose and commit self to a possible new behaviour; 


3. Act! 


These 3 stages form the basis of the behaviour change process. It is an ongoing process and ONE NEVER FAILS AS 
NE KEEPS TRYING. This phrase is repeated often in this booklet. It is the key to the use of "Education 
—> for Life". Life is dynamic; one is always in process of change. | 
IV. BELIEF IS ESSENTIAL 
None of this can occur without the basic belief and attitude that CHANGE IS POSSIBLE 
THE BASIC BELIEF IS: 
I NEED TO CHANGE 
I HAVE THE CAPACITY TO CHANGE 
I CAN CALL ON THE SPIRITUAL POWER TO CHANGE. 
V. HELPING OTHERS TO CHANGE 
To help another person change, we help then move through the three stages mentioned above. This requires not 
only the belief that the person can change, but also the willingness and ability to accept and support the person every 


step of the way, especially in THAT PERSON'S choice of new behaviour. Unless the person believes change is possible, 
wants to change, and finds some reward in the new behaviour, change will not occur. And unless the helper has positive 


attitudes and helping skills, the necessary helping relationship will not be formed. This will be dealt with in mor 
detail in the section on training and preparation. :: 


A HELPER MUST BELIEVE 


PEOPLE CAN CHANGE THEIR BEHAVIOUR IF HELPED 


THE FURTHER SPREAD OF AIDS CAN BE PREVENTED 


THOSE WITH HIV INFECTION CAN LIVE POSITIVELY 


MODEL OF CHANGE 


ur ‘tion 


n the previous section we saw that change comes about in three stapesdhis forms the basis of the "Education for Life" 
yrocess.[t is based on the ‘helping skills’ model of Gerard Egan which is a behavioural and problem-solving approach. 
As used here, it is designed to facilitate a person's movement through the various stages involved in the changing of 
ychaviour. 


vicw Proce 


The stages of the current model are another way of stating what was seen in the section "Understanding Bchaviour”. 
Stage 1 - EXPLORING LIFE (similar to knowing and accepting the present reality). It is facilitated by: 

a) tclling the story 

b) focusing 

c) looking for what has been overlooked. 
Stage Il - THE NEW PICTURE (similar to choosing and committing oneself to possible new behaviour). It is 
facilitated by: 

a) calling forth altcrnative goals 

b) critiquing them 

c) making choices and commitments 


Stage I - ACTION (similar to act). It is facilitated by: 
a) asking what can be done 
b) planning how to do it 
c) doing il. 
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This can be visualised in the following diagram: 


STAGE II ; STAGE IIL 
“THE NEW PICTURE" "ACTION" 


STAGE | 
"EXPLORING LIFE: 


Illa 
WIIAT CAN 


lla 
ALTERNATIVE 
BEHAVIOURS 


Ic s IIc 
seein CHOICE AND 
COMMITMENT 

2. BEEN LOVER- 
£ § LOOKED 
28 
A& § 

8 » 

gs 


As described, each stage has three components which assist one to go through that stage progressively. Each stage will 
now be looked at in depth. 


STAGE I - EXPLORING LIFE 


STAGE la - Telling the story 


Behaviour never takes place in a vacuum; it is always the behaviour of a person with a unique background and 
environment. Therefore, it is important to explore life experiences of the persons involved in the process. There are often 
hidden causes that need to be identified. This occurs through a guided telling of one's story. It is kept general at fi st 
to ensure a full picture and also to allow the gradual building of trust and a feeling of safety. 


The following questions and those of like nature assist in working through Stage Ia. More will be said about the use 
of the questions in the section, "How to Use The Model". 


QUESTIONS FOR STAGE la 
mie QUESTIONS WHICH MAY BE MORE 


GENERAL QUESTIONS 
| SUITABLE FOR YOUTH 


What is your life like today? 


What pressures are put on you and by WHOM? How do you know you are popular? 
What do you value most? Who are your friends and why are they y 
What makes you angry, sad, or hurt? friends? 
What are the falsehoods and contradictions in life around you? How do you spend your free time? : 
What makes your life easy? Where do you get your values? 
What makes your life difficult? Why do young people take drugs and what 
Do you feel you are a free person? Why? effect does it have on them? : 
Who is God for you? Where do they get the drugs? : 
What in your tradition helps you most and what causes you problems? What job opportunities are 
What are your values and how do they influence you? available? Are they easy to get into? 
How do you experience family life? Where do you get your extra moncy? 
How do you enjoy yourself? What are your plans for the future? 
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DISCUSSED IN THE NEXT SECTION, " HOW TO USE THE 
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NOTES BY USER OF THE PROCESS 
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Because the main means of transmission of HIV is sexual activity with an infected person, it 1s important sé i. 0 
a ersons to focus or look more closcly at this aspect of their behaviour. It is a sensitive subject, a sacre su jerks 

isch a respectful approach People often find it dif ficult to discuss issucs regarding sexual behaviour and many 
an 


lack adequate understanding of the gift of human sexuality. They necd help. 


The following questions provide a guideline for looking more deeply at these issues within Stage Ib; 


FOCUSING: WHAT IS ONE'S SEXUAL BEHAVIOUR LIKE? 


QUESTIONS FOR STAGE Ib 


QUESTIONS WHICH MAY BE 


GENERAL QUESTIONS ‘MORE SUITABLE FOR YOUTH ~ 


ives relate? 
How do husbands and wives relate What do you like/dislike about the oppo- 


. 4 2¥9 ; 
What happens at times of celebrations? SIL SCX: 
What are the disadvantages and the ad- 


What do you mean when you say SEX? 
: - : vantages of being a man/woman? 


What helps you form relationship? 
How many partners do you think a young 


What do you value most in marriage? person has while at school? 
What do you know about your traditional sexual practices and beliefs? Can a girl or boy say "NO"? QUES- 
GENERAL QUESFIONS. TIONS WHICH MAY BE | 
rr MORE SUITABLE FOR-YOUHI 


Can a man or woman be satisfied 
with one partner? Give reasons. What will it cost him/her? 


Why do boys and girls have sex before. 
marriage? 


Why do men/women seek many partners? 


What do men/women say about sex when they are together? 
Who talks to you about sex and what do 


Does your religious faith teach 
about sex/sexual behaviour? 
What? Do you agree? 


How do you think, feel and act 
if someone says that he/she will 
not have sex outside of or before marriage? 


they tell you? 
What happens at discos? 


Can boys and girls be friends 
without having sexual intercourse? 


Whcere do young people get the sexual 
knowledge and experience? 


ye 


— a 
ee. | 
TIONS WILL BE DISCUSSED IN THE NEXT SECTION " HOW TO USE THE 


NOTES BY USER OF THE PROCESS 
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10 Ic - Looking for what has been overlooke 
Many people continue with unsafe beha 
reasons for this. Some deny the reality 
knowledge, and some have scen so much that they 


necessary to help 


The following questions are guides for insuring that HIV and AIDS are brought fully into the story of one's life: 


BLINDSPOTS: WHAT ARE YOU OVERLOOKING? WHAT ABOUT AIDS? 
QUESTIONS FOR STAGE Ic 


GENERAL QUESTIONS 
Is "playing sex" the real problem? 
What do you and your friends belicve about AIDS and sex? 


What does your partner believe about your 
relationship? 


What does a man/woman do when their 
wife/husband is unfaithful? 


What do you think happens or should happen 
if one partner has the virus? 


Do you think AIDS is a punishment from God? Give reasons. 
What role does drinking play in the spread of AIDS? 

What really causes AIDS? 

Can AIDS be prevented? How? 

What do you understand by "SAFER SEX"? Is it possible? 
What traditional practices may spread AIDS? 

How do you think, feel, and act when someone says that AIDS 


is a punishment from God? 
What is the underlying cause of AIDS today? 
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viour despite having heard many of the facts about AIDS. There are many 
or pretend it isn't an issue for them; others have inadequate or inaccura 
despair of being able to avoid the infection. For these reasons it i 


people look more closcly at the issue of AIDS as it relates to their lives. 


QUESTIONS WHICH MAY BE 
s MORE SUITABLE FOR YOUTH 


Why do some young people continue to “play 
sex" if they know they can get AIDS? fe 


What example does your family/our families 
give? 


How do you think, feel, and act if a friend/loved 
one has been diagnosed with AIDS ? 


How do you think, fcel, and act if you know you 
have taken a risk? 


Why do many young women have children but 
don't get married - even with the threat of AIDS’ 


i, ih ed ‘ 
JSE THESE QUESTIONS WILL BE DISCUSED IN THE NEXT SECTION, " HOW TO USE THE 
7 7 = 
At this point the STAGE I circle looks like this: 
" 


The diagram of Stage I is now complete. 


NOTES BY USER OF PROCESS | 
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STAGE I - "THE NEW PICTURE" 


' 4 - Calling Forth Alternativ | 


Many people fail to change behaviour because they do not c 
someone elsc, makes a suggestion, the first reaction Is to Say 


peop 
possible. That will be done later. To ju 


options as onc can. 


The following questions guide one in this open-ended approach. By answering them in a concrete way, AS I? THE 
WERE ALREADY A REALITY, the person begins to sense that there is an alternative future. 


QUESTIONS FOR STAGE Ila 


NEW OR IDEAL PICTURE: WHAT DO YOU WANT YOUR LIFE TO BE LIKE? ( 


N.B. THESE QUESTIONS ARE ASKED IN THE PRESENT TENSE - AS IF 


THE "PICTURE" IS ALREADY A REALITY. 


GENERAL QUESTIONS 


What is your life really like? 

How are you getting your extra moncy? 

How are you spending your free time? 

What is the most important part of your relationships? 


What is your relationship with your wife/husband/children 
like? 


What challenges do you have? 
What do you value most? 
What attitudes have changed? 


What importance does faith and rcligion have in your life? 
Where is God for you? 


What is making you sad, happy, or hurt? 


onsider alternatives. They are stuck. Even when they, or 
" but it won't work for me". This Stage (Ila) challenge: 


le to come up with a variety of alternatives WITHOUT making any judgements about whether or not they are 
dge at this point is to limit ones options. The task of Ila is to open up as many 


. 


QUESTIONS WHICH MAY BE 
MORE SUITABLE FOR YOUTH 


What is the most important thing in your life 
now? 4 
How are boys and girls relating? 

What values are influencing you? 


Are you having fun and leisure now? How? 
Where? 


Where are you getling your knowledge of sex? 


What part is sexual experience playing in yo 
life? 


i « 


YS TO USE THESE QUESTIONS WILL BE DISCUSSED IN THE NEXT SECTION, "HOW TO USE THE 
JEL". 


At this point the STAGE 11 circle looks like this: 


lla 
ALTERNATIVE 
BEHAVIOURS 


The diagram of the Process now looks like this: 


Ila 
ALTERNATIVE 
BEHAVIOURS 


la 
TELLING 
THE STORY 


LIKE? 


q NOTES BY USER OF PROCESS 
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a0 - Critiquing 


ill not be possible in the person's concrete situation. To simply try to ch 


Every alternative generated in Stage Ila w ' . ee ee erst : 
and he a goal without looking at whether or not it is possible only results in failure and discouragement. Inthiss 


IIb, the person or group is helped to look at the implications of each alternative before making a choice. 
The following questions assist in looking at all the alicrnatives: 


IS THIS POSSIBLE? 
QUESTIONS FOR STAGE IIb 


GENERAL QUESTIONS QUESTIONS WHICH MAY BE 
MORE SUITABLE FOR YOUTH 

What will your wifc/husband say about your choices? 

What will your friends say about your choi 

What will your wife/husband say if you change? 


Will they remain your friends 
Is your choice based on your valucs? What values? 


What will your parents say about your choices‘ 


What is the biggest obstacle to your changing? Is this important to you? 
What is the biggest pressure on you not to change? Are you proud of your choices and way of life? 
Who can help you change and sustain that change? 3 
‘What would help you get rid of the obstacles and pressures? 
What will make your change easier? More sustainable? 


ata USE THESE QUESTIONS WILL BE DISCUSSED IN THE NEXT SECTION, "HOW TO USE THE 


= Y -cav — 


= 


| iis 
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STAGE TWO clrcle looks like this: 


point the 


S BY USER OF THE PROCESS : 
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" or new behaviour is most suitable for a particular individual or grour 
ble but, one which the person or persons themselves feel they can stand behing 
helped to make a commitment to it. Itis important that this stage of commitme n 
lizing it in any other way is helpful. More will be said about this it 


It is now time to decide just what "New Picture 


It will be one which is not only possi 
Once the choice is made, the person is 
be formalised; speaking it aloud, writing it, or ritua 
the section "How to Use The Model”. 


The following questions will assist in making the most appropriate choice; onc which will lead to commitment an 


change. 
WHAT DO I CHOOSE TO DO? HOW WILL I MAKE MY COMMITMENT? 
QUESTIONS FOR STAGE Iic 
Sy 
GENERAL QUESTIONS QUESTIONS WHICH MAY BE 


MORE SUITABLE FOR YOUTH 


What is the best and safest choice for you? ] 
What choice will give you the kind of adult life 
What will you say "yes" to? you want? : 
What choice is in the best interest of your partner? What makes you sad, hurt, happy? 
What choice is in the best interest of your family/children? 

what choice will bring you the most happiness? 

How will you express your choice? 


Who will you tell about it? 


N.B. IT IS HELPFUL IF A PERSON/GROUP EXPRESS THEIR COMMITMENT ALOUD AND IN SOME 
SYMBOLIC OR RITUAL WAY. THIS MAKES IT MORE CONCRETE AND SUSTAINABLE. 


og USE THESE QUESTIONS WILL BE DISCUSSED IN THE NEXT SECTION, "HOW TO USE T 


At this point the STAGE II circle looks like this: 


Ilb 


IS IT 


ALTERNATIVE 
BEHAVIOURS 


CRITIQUING CHOICE 
AND 


POSSIBLE? COMMITMENT 


IIc 


Stage Il is now complete and the diagram of the process now looks like this: 


STAGE I 


la 
ALTERNATIVE 
BEHAVIOURS 


: DSPOT 
WHATIS penne! 


euaviour | Ar 
k LIKE? sung 
AIDS? 


STAGE II 


Ila 
ALTERNATIVE 
BEHAVIOURS 


lib 


IIc 


CRITIQUING CHOICE 
= AND 
IS IT COMMITMENT 
POSSIBLE? 


NOTES BY USER OF THE PROCESS 


STAGE III - ACTION 


» Ila - Asking what can n . 4 


Many people reach the stage of committing themselves to a new behaviour but the decision is kept in a very vague, 
idealistic, or theoretical form. There is a nced for amore concete approach. In Stage IIIa people are helped to express 
in concrete terms what it is they actually intend to do. They need constantly to be challenged to be sure that what they 


want to do is actually an ACTION. 


The following questions help keep this stage concrete and action- oriented: 


WHAT ACTUALLY WILL YOU DO: 
QUESTIONS FOR STAGE Ifa 


GENERAL QUESTIONS QUESTIONS WHICH LEAD TO 
A GROUP STRATEGY ( 


How will you tell your: 


partner(s) 4 
children Whatcan you do as a grouptochallenge, 
fricnds support, and sustain the proposed change 
about your choices? of behaviour? | 
How are you going to put this change into practice? As a group, how can you cope or over- 
How will you sustain it? come the difficulties? 
What will be the concrete signs of your change? How can you make your group onc of 


the popular ones? 
Who will be affected by your change? 


| How as a group can you earn extra 
How will you respond to any criticism, ridicule? money and support your members? 
When will you start? As a group, how can you have fun/ 
| Icisure together? 
Who will help you start? 
How can you tell your close friends about your plan? 
What relationships will you have to change? 


How do you plan to avoid or respond to pressure? 


What will replace the unhealthy behaviours you are giving up? 
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Stage IIb - Planning 


Itis not cnough to know what on 


aware of resources and approac 
use to bring about the action they have chosen. 


c wants to do; people need to know how todoit. This Stage, Ib, helps people to be com 
hes available to them. It is at this time that they devise practical steps which they w 


The following questions guide the person and the group in passing through this stage concretely and practically. 7 


HOW WILL YOU DO IT? 
QUESTIONS FOR STAGE IIb 

ALL QUESTIONS ARE GENERAL: PERSONAL 

What makes your plan realistic and achievable? 

Describe the practical steps you will take. 

Where will you get the strength and courage to change? 

Who will support and help you? 

What meaning does your plan have in your life? 

What problems may arisc from the change you are making? 

Who is the person you will turn to when you get stuck? 
Ree USE THESE QUESTIONS WILL BE DISCUSSED IN THE NEXT SECTION, "HOW TO USE TR 


At this point the STAGE III circle looks like this: 


Illa 
WHAT WILL 

YOU ACTUALLY 

DO 


IIIb 
HOW WILL 
YOU DO 
IT? 
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; THE PROCESS NOW LOOKS LIKE THIS: 


STAGE II 


Ila 
ALTERNATIVE 
BEHAVIOURS 


IIb 
CRITIQUING 


Ic 


FOCUSING YY’ 5: INDSPOTS 


WHAT IS 


WHAT ABOUT IS IT 
SEXUAL 
? 9 
BEHAVIOUR AIDS! POSSIBLE? 


LIKE 


age IIc - Doing it! 


STAGE Ill 


Illa 
WHAT WILL 
YOU ACTUALLY 
DO 


IIb 
CRITIQUING 
IS IT 
POSSIBLE? 


iless one begins to act, all of the above remains simply an exercise. This stage, IIIc, sets one in motion. An important 
rt of this final section of Stage III is the consideration of what they will do when they get stuck. 


1¢ following questions guide this important step of beginning to act: 
OU DO IT! : 
QUESTIONS FOR STAGE IIIc 

OR ALL GROUPS: 

What will make this work? 

What might get in the way? 

What will you do if it starts to get too hard? 

Who will try and make you fail? 

To whom will you go for help? 

What will you tell those who criticize you? 

What part will prayer/God play in your action plan? 

When are you going to start and how? 
VAYS TO USE THESE QUESTIONS WILL BE DISC 


AODEL". » 


Bs 


USSED IN THE NEXT SECTION, 


"HOW TO USE THE 


At this point the STAGE III circle looks like this: 


Illa 
WHAT WILL 
YOU ACTUALLY 
DO 


IIIb 
HOW WILL 
YOU DO 
Il? 


The diagram of the process is now almost complete: all stages have been filled in, It now looks like this: 


STAGE I STAGE II STAGE III 


Illa 
WHAT WILL 
YOU ACTUALLY 
DO 


Ila 
ALTERNATIVE 
BEHAVIOURS 


IIb 


IIc IIIb 


BLINDSPOTS CRITIQUING CHOICE HOW WILL 
“ - AND YOU DO IT? 
WHAT ABOUT IS IT COMMITMENT 
POSSIBLE? 


THROUGH ALL STAGES - ONGOING EVALUATION 


It remains to add a final figure to the diagram; an "E" at the center of each Stage to remind one that evaluation is an | 


essential part of the Process. Repeatedly in this booklet, it has been stated that, "...one never fails as long as one keeps — 
trying”. In other words, as long as one continues to work through the process one is in the process of changing. And . 


that is LIFE. Actually, as soon as one begins to carry out the action chosen, that person's present reality has changed | 
and the process begins again, 


Evaluation means that one is aw 
and forth from one stage to anoth 
that it is being done. Evaluatior 


arc at all times of where one is in the process. One may get stuck or need to go back | | 
er. This is normal; pcoples' lives do not fitintoa diagram. One simply needs to be aware ' 
1 is the key that keeps the process moving and moving effectively. 
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is now possible to draw the diagram of the full “Education for Life" Process. It looks like this: 


STAGE I STAGE II STAGE Ul 


Ila Illa 
ALTERNATIVE WHAT WILL 
BEHAVIOURS YOU ACTUALLY 


DO 


, 
IIb 


IIc IIb 


SEXUAL . AND YOU DOIT? 
WHAT ABOUT ; 
BEHAVIOUR O COMMITMENT 


AIDS? 
LIKE 


HOW TO USE THE MODEL 


ASIC UNDERLYING PRINCIPLE 


er the years it has become clear that there is often confusion in the minds of those using this model. The confusion 
between the PROCESS and the various PROGRAMMES in which the process is used. The PROCESS is the 
nderlying stages which, when followed, help one to reach the goal of change. The PROGRAMME is the concrete 
Stivities used to enflesh these stages. 


THE PROCESS REMAINS THE SAME- THE SAME9 STAGES. THE WAYS IN WHICH THESE STAGES 
ARE ENFLESHED AND EXPERIENCED ARE UNLIMITED. IT IS IN UNDERSTANDING THE PRO- 
CESS THAT ONE IS ABLE TO DEVISE PROGRAMMES. THERE IS NO ONE RIGHT WAY TO USE 
"EDUCATION FOR LIFE". 


he following section will attempt to make this clearer by outlining some of the factors that need to be considered in 
eciding how to make the best use of the process. 


ACTORS THAT DETERMINE THE USE OF THE PROCESS 
.ND THE DESIGN OF A PROGRAMME 


TIME AVAILABLE 
The process and its underlying philosophy can be used in any programme, regardless of the time aber 
has been successfully used in programmes of a few hours, one day, a few days, and one week. It oe pe se 
used for short (one to two hours) sessions held on a weekly basis. EXPERIENCE HAS SHOWN 
KEY IS TO MAKE THE BEST USE OF THE TIME AVAILABLE. 
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THESE ISSUES SHOULD BE THE ONES MOST RELEVANT TO THE GROUP. The goal is always to get 


Short programmes need to be limited to fewer issues in order to reach the end of the process in the time ng 
to ACTION. 


: 


% 


The most effective scems to be a five-day programme. This allows for the building of trust and a greater degree 
of openness, the use of more creative exercises, and for a bonding that will provide ongoing support lo the 
members of the group. THIS LONGER PERIOD IS FOR EXPERIENCING THE PROCESS AND DOES NOT 


INCLUDE TRAINING FOR FACILITATING THE PROCESS. More will be said about this in the section on 


Training and Preparation. 
NUMBER OF PARTICIPANTS : 
The process itself can be uscd in a helping relationship with a single individual; it is an adaptation of Egan's” 
counselling model. However, the "Education for Life" Model has been designed for use with groups. There is | 
no rigid number. A very small group lacks enthusiasm and limits theactivities that can be done; too large a group : 
results in loss of control and poor participation. This last statement needs to qualified however; a large group 
can be considered as a gathcring of many smaller groups, provided there are sufficient facilitators and sufficient 
space for activitics. More expericnccd facilitators can usually manage larger groups. 


AGE 


The process can be used with groups of people of all ages. It is essential that the programme being designed takes 

into account both the age and’ the developmental level of the participants. Each programine needs to be tailor 
made for the group; again, it is important to state that there is no one right way to use the process. Different age 
groups require different levels of information and sensitivity, especially with regard to sexuality and AIDS. This’ 
is especially true with adolescents and young adults; ten to fourteen (10 - 14) year old have usually not had the | 
same degree of exposure of fifteen to twenty (15-20) year old. : 


CULTURAL. AWARENESS 


When preparing a programme for groups composed of people of different cultures or of people whose culture 
differs from that of the facilitators, it is essential that cultural implications be kept in mind. This is especially : 
true in relationship to values and traditions related to sexuality. 


7 
RELIGION : 


' : 
Ex perience has shown that the effective usc of the process resulting in sustainable change most often occurs with 
the inclusion of the spiritual dimension in the programmes. IT IS IMPORTANT THAT THE FAITH VALUES 


Na RELIGIOUS AFFILIATIONS BE RESPECTED AND CALLED FORTH FROM THE PARTICIPAN- 


GENDER 


The experiences and views of life of men and women differ; each is very rich and nceds to be valued. It is 
Important in these programmes to allow participants to examine their reality in groups that allow free expression - 
of all members. Many people using the process with mixed groups have found it helpful to have men and women 
discuss the issues separately at first; they then come together to share the insights gained. The ability to discuss 
sensitive subjects in mixed gender groups will vary with age, culture, and location. 


a ,) o- 


AVAILABILITY OF ONGOING INDIVIDUAL HELP : 


There is a need for the facilitators to be alert to the fact that sensitive issues are being looked at. Some of these, | 


; 


especially sexuality, fidelity » and HIV infection may result in stress for participants. The facilitator needs to 
watch for signs of psychological reactions and know how to assist the person or where to refer the person for 
help. 


WHAT MAKES UP A PROGRAMME? 
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ie successful programme is made up of a combination of many varied activities and approaches. They are all ways 
‘making the process concrete. Those that have been found effective are: 


input sessions small group discussions 
large group dialogue role plays 
sketches/drama art work 

songs/music testimonies 

videos : recreation/exercise 


availability of one to one counselling 
prayer/Word of God/meditation/Liturgy 


ow these are put together in a programme depends on all the factors mentioned in the previous section. 


ome concrete examples of each of these approaches will now be given. THIS SHOULD IN NO WAY LIMIT YOUR 
REATIVITY, BUT RATHER STIMULATE YOU TO BE CREATIVE. 


___ INPUT SESSIONS 
These are given AS THE ISSUES ARISE, staying with the FLOW OF THE PROCESS. Facilitators need to be 
well informed about the issues that commonly come up. These are especially in the areas of HIV/AIDS facts, 
sexuality, behaviour, addiction, and values. 


HIV/AIDS facts: global and local picture, transmission, difference between HIV and AIDS, progression 
of the disease process, positive living. It is essential that the facilitator give accurate, up to date 
information and not his/her own opinions. 


Behaviour: (see notes in this booklet for content). It is most important that this session be handled in a 
free and open manner. At no time should the approach be moralistic or preaching; the object 1s to assist 
the participants clarify their own positions. 


Sexuality: this session must be given with ease and confidence. If the facilitator is not comfortable 
talking about the subject, it is better to get someone else to do it. An ill-at-ease presenter can give the 
group the impression that this is a "taboo" subject. Aspects to be covered include: 


meaning and gift of human sexuality 
relationships and intimacy 

affection, touch, genital relations 
homosexuality 

abstinence/safer sex/condoms 


discuss. It is important that they realize that they are 


Many facilitators find some of these issues hard to e 
hoices. Their task is to help the participants make 


giving information and not their own Opinions or c 
informed decisions about their own behaviour. 
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altc i >mpli the pain in 
Addiction: this is related to a lack of intimacy and an attempt to fill the emptiness or dull a8 a 
if M ntion is made of the addictive cycle and the role addictions have in the transmiss J 
one's life. Me | 
. . 5 ” . . » . 
Values: participants need help to understand that a value is real when it’evident in their behaviour. The 
& u . ' * * . =a ~ : 
session helps them to clarify and prioritize their values. 


This does not exhaust the topics with which the facilitators necd to be familiar. If issues continue to surface while | 
doing the process, matcrial on those issues necds to be included. 


INPUT SESSIONS SHOULD BE PRACTICAL, RELATED TO THE ISSUES 


ARISING IN THE GROUP, NON-JUDGEMENTAL, AND ACCURATE. 


GROUP WORK: 


Whether using full plenary sessions, large group dialogue, or small groups, the aim is to have the issucs come q 
from the group and not from the facilitator. The guideline questions provided for each stage of the process be : 
the basis of these discussions. 


SKETCHES/DRAMA 


These are prepared in advance and perf ormed by facilitators. Their purpose is to bring out a message in line with | 
a stage in the process. They form the basis of discussions. Examples are "Life", "Secondary Virginity", and 
“True Love" in Appendix . These three are given in more detail to help you get started. 


Z 
ROLE PLAYS 


These are small dramas which the participants themselves create and act out; the subject matter comes from the 
questions in the various stages. These are very useful ina group to bring out the true reality and feelings which 
often do not get expressed in words. 


ART WORK/SONGS AND MUSIC 


There are various possibilities for the use of art media and music. Examples are: 
drawing pictures by participants 
collage work 
clay modelling 
interpretation of pre-selected pictures 
singing of songs (for giving messages and for animation) 
composing of songs 
As with the other activities, the various stages of the process with their guide questions form the basis of these : 
activities. 


VIDEOS 


These are tools highlighting specific issues which arise during the process. Some that have been found 
helpful are: 

It's Not Easy 

Born in Africa 

No Second Chance AN 

Cross and Switchblade 
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Nore Time 


Faces of AIDS 
The Way of The Cross 
Lydia Wangesha - Facing The Challenge 


i. TESTIMONY 


All people are affected by the sharing of another's struggle/story. This can be used as a witness that change is 
possible and for encouragement. It is particularly useful in a peer situation. 


3. PRAYER/WORD OF GOD/MEDITATION/LITURGY 


These concretize the faith dimension of behaviour change. As such they are incorporated THROUGHOUT THE 
PROGRAMME. The religious affiliation of the participants is respected at all times and is actively incorporated 
into the programme, (for example, the Koran). 


9. RECREATION/EXERCISE 


It is important to be sensitive to the whole person and to provide times of recreation and exercise as the need 
arises. The subject matter of the discussions and activities is sensitive and often stressful; the facilitator needs 
to be aware of this and take breaks when needed. 


10. AVAILABILITY OF COUNSELLING HELP 


Because sensitive and sometimes frightening issues often arise during the activities (especially in relation to 
sexual behaviour and level of risk of HIV infection), the facilitators need to make it known that they are available — 
for individual sessions. They also need to be ready to approach those who show signs of stress. Some issues that 
have seen to arise are homosexuality, rape, sexual abuse, and prostitution. 


SUMMARY 


"Education for Life" is a process that has been in use in Uganda for a number of years as part of some AIDS prevention 
programmes It is nothing magical or fool-proof, it provides an underlying philosophy and method for dealing with 
behaviour change. 


There is no one "right" way to use the process. It can be enfleshed in many different programmes depending on the group 
being addressed and the creativity of the facilitators. 


The inclusion of a spiritual component in a programme has been shown to increase the sustainability of witness 
change. It is essential that this spiritual component respect the religious beliefs and affiliations of the participants. 
The best preparation for using "Education for Life" is to go through the process oneself. After that, further trait 
be necessary depending on the background and experience of the future facilitator. 


1ing may 


BEHAVIOUR CHANGE IS POSSIBLE. 


lar 
This does not mean that it is easy. It is an ongoing process and is best sustained when supported by a group with regula 


follow-up activities. 
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